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ABSTRACT

The number of persons diagnosed with mental illness in Sri Lanka is increasing,
but there is no published research on the experience of stigma, or discrimination
experienced by patients and their family carers. The aim of the study was to assess the
stigma experienced by patients and their carers, and to determine coping strategies and
the effects of stigma on help-seeking delay and carer burden. It was hypothesized that
higher perceptions of stigma would be associated with higher carer burden and with
greater delays in help-seeking. It was expected that coping strategies such as withdrawal
and secrecy would be more strongly endorsed than educational and challenge strategies.
A cross-sectional sample of 118 patients and their family carers recruited from the outpatient psychiatry clinics of a general hospital and a psychiatry hospital in Sri Lanka
were interviewed for this study.
The results revealed that patients experienced both public and self-stigma and
that these were present at almost similar levels compared with studies conducted in the
U.K. and U.S.A. Employers were the most frequently endorsed sources of
discrimination by patients and carers. Disclosure of mental illness was an important
issue with over half the patients indicating that they were worried about and avoided
telling others about their mental illness. Two thirds of patients reported that their
chances of getting married were spoiled due to mental illness. Patients reported levels of
public stigma that were significantly higher than those reported by their carers.
Withdrawal was the most commonly endorsed stigma coping strategy in patients and
carers followed by secrecy, challenge and education. Furthermore, secrecy and
withdrawal were more commonly endorsed than education. In both groups, the most
frequently (75%) endorsed barrier to seeking healthcare was the concern about being
labelled as having a mental illness. Public stigma experienced by carers was
significantly related to their ratings of help-seeking delay (r = .22). Regression analysis
found that the public stigma experienced by carers accounted for 20% of the variance in
help seeking delay, but only reluctance to disclose was a unique predictor of delay. A
third of the carers reported high carer burden and both public stigma of patients (rs = .26)
and carers (rs = .20) were significantly related to carer burden.
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These findings support the theory that stigma contributes to both help seeking
delay and carer burden. Therefore, there is a need to institute patient and carer support
and advocacy groups to provide a means of helping patients and carers to cope better
with the stigma of mental illness. Public education anti-stigma campaigns may also
assist to reduce stigma faced by patients and carers.
Medical professionals are gatekeepers to the health care system and have the
potential to increase or decrease stigma experienced by patients. Therefore, the second
study explored the attitudes toward patients with schizophrenia, depression, alcohol
addiction, drug addiction, dementia and panic disorder among 574 medical
undergraduates and 72 doctors using self report questionnaires.
Overall, there was higher stigmatisation of the substance use disorders compared
to other types of mental disorder. When compared to a UK sample using equivalent
methods (Mukherjee et al., 2002), the Sri Lankan doctors and medical students reported
more stigmatising attitudes toward patients with depression, alcohol, and drug addiction,
but more positive attitudes toward schizophrenia.
The results also indicate the need for reducing stigma during medical education
and in particular the need to address blaming attitudes which were relatively high in the
Sri Lankan sample. Remedial strategies such as contact with recovered patients in
community psychiatry settings may need to be introduced into medical education to
improve attitudes. Furthermore, if these attitudes of medical professionals reflect the
broader societal attitudes, there is a need to study public attitudes to mental illness in Sri
Lanka.

xii

ACKNOWLEDGEMENTS

I sincerely thank my supervisors Prof. Frank Deane and Dr Hamish McLeod for
all the advice, encouragement and guidance throughout the years. Their teaching and
support helped me to complete this thesis. I also am grateful to Prof. Ken Russell for
providing statistical advice. My thanks also go out to Developing Australia’s Capacity
in South Asia (DACSA), Australian Research Council’s Asia Pacific Futures Research
Network and AusAID for funding this PhD. I am also grateful to Ms Tracy Lee from La
Trobe University for co-ordinating my scholarship.
I thank Prof. Nalaka Mendis, Prof. Diyanath Samarasinghe, Prof. Hemamali
Perera, Dr Raveen Hanwella, Dr Varuni De Silva, Dr Jayan Mendis, Dr P. Ranasinghe,
Dr Kapila Ranasinghe, Dr J. De Silva, Dr C. Wijesinghe and Dr T.K. Perera for the cooperation extended to me during data collection. I am grateful to Mr Tommy Fernando
for the advice and assistance given.
I sincerely appreciate all the patients, carers, doctors and medical students in Sri
Lanka who gave of their time to participate in this study.
I am grateful to my parents, Anula and Joel, for giving up their other work
commitments and supporting me while I completed my studies. I sincerely thank Henry
and Malini for all their help during my field trip.
Finally, I am indebted to my family without whose help I could not have
completed this thesis. I am grateful for their patience, encouragement and support
through out these three years. My husband, Harsha, whose invaluable advice and
assistance helped me to keep studying, I appreciate my daughter, Ruvindri, and my son,
Binuka, who had to forego many times without me. I thank them for enduring my
absence during these important years of their childhood and I hope I can make it up to
them later.

1

CHAPTER ONE
OVERVIEW
1. 1 Rationale for the Research
1. 1. 1 Stigma and Discrimination
Stigma is a mark of shame or disgrace applied because of a personal
characteristic. Stigmatised people, such as those with mental illness, may face
discrimination; this includes exclusion from social interactions and opportunities such
as employment or education. Stigma is associated with a wide range of chronic illnesses
such as leprosy, tuberculosis, epilepsy, HIV/AIDS and mental illness. This thesis will
focus on stigma and mental illness in Sri Lanka.
Mental and behavioural disorders make up five of the ten leading causes of
burden caused by all diseases globally (World Heath Organisation, 2001). They
account for significant morbidity worldwide. In Sri Lanka, the number of persons
diagnosed with mental illness is increasing (Ministry of Healthcare and Nutrition Sri
Lanka, 2007; 2008). Stigma and discrimination contribute to the burden caused by
mental illness and the World Health Organisation (2001) states that stigma is a
significant barrier to recovery for people with mental illness.

Stigma adversely affects many aspects of the quality of life of people with
mental illness. It can result in discrimination in all aspects of life including education,
employment, housing and recreation (Farina & Felner, 1973; Link, 1982; Link, Cullen,
Frank & Wozniak, 1987). Stigma has prevented public recognition that mental disorders
are valid, treatable conditions and leads people to avoid socializing with, employing,
working with, renting to, or living near persons who have a mental disorder (U.S.
Department of Health and Human Services, 1999). The people with mental illness also
face discrimination by health care providers including those in mental health care
(Lauber. Anthony, Ajdacic-Gross & Rossler, 2004; Schulze, 2007). Furthermore, even
when the person with mental illness recovers, the influence of stigma continues to
reduce the well being of the person (Link, Struening, Rahav, Phelan, Nuttbrock, 1997).
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All these negative effects of stigma can exceed the impact of disability due to the
mental illness itself (Baumann, 2007; Hinshaw & Stier, 2008; Thornicroft, 2007).

Stigma and discrimination are important issues to address in striving to improve
the quality of life of persons with mental illness. They are important factors for people
with mental illness in a developing nation such as Sri Lanka. However, there is no
published research on the extent of stigma, correlates of stigma, or discrimination
experienced by people with mental illness in Sri Lanka. Such data would assist in
formulating an action plan to reduce the stigma and discrimination faced by people with
mental illness living in Sri Lanka. The data will help to determine whether Western
models of stigma and discrimination also apply in Sri Lanka. Therefore it is important
to study stigma and this study will describe the extent of perceived stigma experienced
by patients and their carers.

1. 1. 2 Stigma and Mental Illness in Sri Lanka

Sri Lanka is an island populated with 20 million people located in the Indian
Ocean. The country has been categorised by the World Bank (2004) Criteria as a lower
middle income group country, but has relatively high health indicators compared with
other countries in the same income group. However, mental health care is underresourced and under-staffed in Sri Lanka. There is a shortage of community-based and
institutional psychiatric services and therefore families bear most of the burden of care
for their mentally ill relative (De Silva & De Silva, 2001).

Despite there being only rudimentary data on the extent of mental health
problems in Sri Lanka, the number of persons treated for mental disorders appears to be
increasing (Ministry of Healthcare and Nutrition Sri Lanka, 2007; 2008). Statistics on
the number of patients treated for mental disorders are available only for the
government sector hospitals and these show that 40,333 persons (0.2% of the
population) were treated for mental illness as in-patients in 2007 (Ministry of
Healthcare and Nutrition Sri Lanka, 2008). Schizophrenia (36.5%), mood disorders
(21.5%) and alcohol-related mental and behavioural disorders (18.5%) account for most
of the morbidity.
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Stigma and mental illness has been under-researched in Sri Lanka and most of
the available evidence is anecdotal. An extensive literature search revealed no
comprehensive published research describing the extent of stigma related to mental
illness in Sri Lanka. Therefore, the present study will be an initial exploration of stigma
and mental illness in Sri Lanka. It will provide a cross sectional description of mental
illness stigma in Sri Lanka. This study will be a reference point which may be used to
evaluate changes in stigma over time in the future.
1. 1. 3 Stigma and Help-seeking Delay in Sri Lanka

Stigma can cause a delay in help-seeking (Wrigley, Jackson, Judd & Komiti,
2005) which may worsen the prognosis of certain mental illnesses (Falloon, 1992;
Loebel et al., 1992). This influence of stigma on help-seeking has been reported in
several international studies. However, no study has examined the link between stigma
and help-seeking delay in Sri Lanka. A major aim of the present study is to provide
data on this issue. Furthermore, this study will also ascertain the extent to which helpseeking delay is predicted by levels of stigma.
In a study conducted with Asian Americans caring for a relative with mental
illness, it has been found that the stigma experienced by the carer also has an important
role in help-seeking (Okazaki, 2000). It may be expected that Sri Lankan carers also
influence help-seeking given that family carers are strongly involved in looking after
the person with mental illness. In this situation, the stigma experienced by the carer
could have an effect on help-seeking. This relationship between family carer’s stigma
and help-seeking delay will also be addressed in this study.

1. 1. 4 Stigma and Carer Burden in Sri Lanka

Stigma has been known to contribute to carer burden by restricting the family’s
access to sources of help (Greenberg, Greeley, McKee, Brown & Griffin-Francell,
1993; Tsang, Tam, Chan & Chang, 2003). This may be due to pressure associated with
the disclosure of mental illness in the family that leads to concealing mental illness,
thereby reducing the social support received by the caregiver. Additionally, stigma
affects the employment of family members and this adds financial burdens (Tsang et
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al., 2003). There is no data currently available on the extent to which stigma adds to
carer burden in Sri Lanka. Therefore, an aim of the present research is to assess the
degree of stigma felt by family members of a person with mental illness. The study
will also determine the impact of stigma on carer burden in Sri Lanka.

1. 1. 5 Attitudes of Sri Lankan Health Professionals to Mental illness
Medical professionals, as gatekeepers of the health-care system, have a critical
role in diminishing or worsening the impact of stigma related to mental illness. Surveys
have shown how people with mental illness are discriminated against by doctors. This
includes being treated with disrespect, ridiculed and being made to wait for longer
periods than those with no mental illness (Schulze & Angermeyer, 2003). Furthermore,
these patients report that they have not had their physical complaints taken seriously.
This highlights the importance of identifying and addressing stigmatizing attitudes held
by doctors.

Although doctors’ attitudes may contribute to stigma and help-seeking delay,
there have been no published surveys of medical professionals’ attitudes toward people
with mental illness in Sri Lanka. Another aim of this present research is to explore the
attitudes of Sri Lankan doctors and medical students toward different mental illnesses
and to compare these data with equivalent British and other international study data in
order to quantify cross-cultural differences in stigmatizing attitudes. This will help
identify targets for attitude change. The results will also have implications for the
training of doctors since negative attitudes in health professionals may compound
problems with the seeking of treatment for mental illness.
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1. 2 Scope and Overall Aims of the Research
This research aims to explore the experience of stigma related to mental illness
in Sri Lanka. It will assess the degree and perceived impact of stigma on patients and
caregivers. It will also investigate the attitude of healthcare professionals (doctors and
medical students) to mental illness. This is a two-part exploratory and descriptive
research project.
Study 1 will describe the extent of stigma experienced by patients and
caregivers, compare and contrast the stigma experienced by carers and patients, and
determine the strategies currently used by patients and families to cope with stigma.
This research hypothesizes that higher perceptions of stigma in patients and carers will
be associated with greater self-reported delays in help-seeking, higher perceptions of
stigma among carers will be associated with higher carer burden, and coping strategies
such as withdrawal and secrecy will be more strongly endorsed than education and
challenge by patients and carers in the Sri Lankan setting. The objective of Study 2 is to
determine doctors’ and medical undergraduates’ attitudes toward people with mental
illness. An overview of the content of each chapter is provided below.

Chapter 1 provides an introduction to and overview of both studies and
describes the objectives and research hypotheses. It also outlines the rationale for these
two studies. Chapter 2 reviews the literature on stigma and mental illness highlighting
the impact of stigma on persons with mental illness and their families. It also describes
how stigma delays help-seeking and adds to carer-burden. The cultural factors relating
to stigma are also outlined. The chapter ends with a description of mental health
problems and mental health services in Sri Lanka. Chapter 3 provides information on
the method used in Study 1 to examine the stigma experienced by people with mental
illness and their carers. The instruments used to gather information on stigma, helpseeking delay and carer-burden are also described. It also provides an outline of the
planned data analysis. Chapter 4 provides the results of Study 1. It commences with a
description of the levels of stigma experienced by people with mental illness and their
carers. It then details the preferred methods of coping with this stigma in patients and
carers. It reports the relationship between stigma and help-seeking delay and the
influence of stigma on predicting help-seeking delay. Finally the relationship between
stigma and carer-burden is described. Chapter 5 presents a discussion of the results of
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Study 1 and the implications of the findings for potential strategies to reduce the
harmful impact of stigma on patients and their carers. It ends with suggestions for future
mental health service development and research.

Chapter 6 introduces Study 2 which focuses on the attitudes of medical
personnel (doctors and undergraduates) to persons with mental illness. A review of prior
studies of stigmatising attitudes of medical professionals towards patients with
schizophrenia, depression, alcohol addiction, drug addiction, dementia and panic
disorder is provided. Chapter 7 describes the method used to collect data for Study 2,
including recruitment of participants (undergraduates and doctors) from a tertiary
hospital and its affiliated medical school in Colombo. Chapter 8 covers the results of
Study 2 and describes the levels of stigmatising attitudes of undergraduates and doctors
towards six mental illnesses. Attitudes are compared between the various disorders.
There is a descriptive comparison of attitudes towards patients with mental illness with
equivalent comparison data from international studies. Chapter 9 provides the
discussion of the implications of the results regarding the stigmatising attitudes found in
medical students and doctors. This chapter also highlights cross-cultural differences in
stigmatising attitudes by comparing Sri Lankan data with that of the U.K. It concludes
by suggesting possible measures to improve the attitudes of medical personnel towards
those with mental illness.

Chapter 10 gives the conclusions based on the findings of both these studies on
the experiences of stigma in Sri Lankan patients and carers, and stigmatising attitudes of
healthcare professionals. Conclusions based on an integration of the findings from both
studies are then used to provide recommendations to reduce mental illness stigma in Sri
Lanka.
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CHAPTER TWO
LITERATURE REVIEW ON MENTAL ILLNESS STIGMA
This chapter provides the background information for Study 1 that describes the
stigma experienced by patients and carers in Sri Lanka. It describes the research
conducted on stigma and the theorised relationships between stigma and help-seeking
delay and carer-burden.

2. 1 Definition of Stigma and Discrimination
The word stigma was first used by the Greeks to refer to the ‘branding’ or mark
on slaves (Gray, 2002). It denoted bodily signs that expose something unusual and
negative about the moral status of the person (Bhugra & Cutter, 2004). The modern day
definition of stigma by sociologists retains the main elements of this definition.
Goffman (1963) described the experiences of people who were marked by a variety of
stigmata and stated that stigma is the negative evaluation of a person as tainted or
discredited on the basis of attributes such as mental disorder, drug misuse, or physical
disability. Byrne (2000) describes it as “a sign of disgrace or discredit, which sets a
person apart from others” (p. 65). All of these definitions highlight the negative attribute
that stigma attaches to a person.

The nature of stigma in relation to mental illness has been further elaborated to
incorporate stereotypes and discrimination. Link and Phelan (2001) have described
mental illness stigma as existing “when elements of labelling, stereotyping, separating,
status loss and discrimination converge in a power situation that allows these processes
to unfold” (p. 367). The process starts with labelling people. The dominant cultural
beliefs link these labelled persons to undesirable characteristics (e.g., a person labelled
as having a mental illness is linked to being dangerous). This creates a degree of
separation between “them” and “us” which leads the labelled persons to experience
status loss and discrimination.
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Corrigan’s (2004) description of stigma has similar characteristics and he
specifies four social-cognitive processes: cues (signals), stereotypes, prejudices and
discrimination (these processes will be elaborated in later sections). Overall, the
common themes to emerge from previous discussions of the construct of stigma are the
devaluation of the person and a denial of equal opportunities or a social injustice that
leads to discrimination.

It is important to understand the process of stigmatisation. Hence, stigmatisation
involves several discrete steps and each of these steps contribute to the final effects on
the person with mental illness. Stigma is theorised to lead to discrimination.
Discrimination is a behavioural reaction, which, in the case of stigma arising from
mental illness, may involve avoidance of associating with people with mental illness.
This discrimination may result in harm to the person with mental illness by reducing
opportunities for employment, education and recreation (Farina & Felner, 1973; Link,
1982; Link et al., 1987). Discrimination can also take the form of coercion, segregation,
hostile behaviour (threats of harm) or withholding of help (Corrigan, Markowitz,
Watson, Rowan & Kubiak, 2003). In keeping with this idea, Stuart (2005) has described
discrimination as unfair or inequitable treatment of people with mental illness which
results in a denial of their rights. Another form of discrimination is when there is
segregation and treatment of patients with mental illness in custodial institutions as
opposed to other less restrictive health care facilities. The definition of discrimination in
this study encompasses all these behaviours or effects that results in injustice to people
with mental illness.

Discrimination can occur at many levels including the interpersonal level and
the structural level (Fink & Tasman, 1992; Link & Phelan, 2001). Interpersonal
discrimination involves excluding people with mental illness from social interactions
while structural discrimination involves excluding them from public life through legal,
economic, social and institutional methods. Of these forms of discrimination, this study
will not include structural discrimination, but focus on the interpersonal discrimination
component of stigma.

In summary, stigma encompasses problems of knowledge (ignorance), problems
of attitudes (prejudice) and problems of behaviour (discrimination) (Thornicroft, Rose,
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Kassam & Sartorius, 2007). These problems may be exhibited by the general public or
by people with mental illness. They are the interaction between the stigmatized person
and the stigmatizing behaviour of others. The present study will explore these aspects of
stigma in relation to persons with mental illness and their family carers.

2. 2 Definition of Mental Illness
The Diagnostic and Statistical Manual IV TR describes a mental disorder as “a
clinically significant behavioural or psychological syndrome or pattern that occurs in an
individual and is associated with distress or disability or with a significantly increased
risk of suffering death, pain or an important loss of freedom” (American Psychiatric
Association, 2005, p. 13). In other words, mental disorders are health conditions that
are characterized by alterations in thinking, mood, or behavior associated with distress
and/or impaired functioning. They include illnesses such as organic brain diseases
(including dementia), schizophrenia, major depression, bipolar affective disorder,
anxiety disorders, substance use disorders, eating disorders and personality disorders.
These disorders comprise a wide variety of conditions whose aetiology ranges from
biological disease such as organic brain disease through to psychological problems such
as anxiety disorders, and problems with a strong behavioural component such as the
substance use disorders. The focus of this study will be on attitudes towards this
diverse range of mental illnesses, in particular people with schizophrenia, depression,
bipolar disorder, substance use disorders, anxiety disorders and dementia.

2. 3 Stigma and Mental Illness
There are several reasons why mental illness has been associated with stigma.
Many of the symptoms of severe mental illnesses, such as inappropriate affect (for
example laughing when talking about sad incidents) and bizarre or odd behaviour (for
example talking to oneself), produce stigmatizing reactions (Link et al., 1987; Socall &
Holtgraves, 1992). The unkempt appearance with poor personal hygiene that might be
present in a person with chronic mental illness may also elicit stigmatisation (Byrne,
1997; Gray 2002). The media portrayal of persons with mental illness as violent
contributes to this stigma as well (Corrigan et al., 2005; Philo et al., 1994). Philo et al.
demonstrated this by conducting a study using material from the media that connected
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mental illness with violence. They presented this material to six focus groups and then
questioned the respondents beliefs about mental illness including the sources of these
beliefs. The authors reported that two fifths of the sample believed that mental illness
was associated with violence and gave the media as their source of information (Philo et
al). Link and colleagues conducted a vignette study that demonstrated the strong
endorsement of the stereotype of dangerousness with reference to persons with mental
illness (Link, Phelan, Bresnahan, Steuve & Pescosolido, 1999). These studies show how
members of the general public associate being mentally ill with being violent,
dangerous and unpredictable. This leads to increasing ‘social distance’ from people with
mental illness. Social distance refers to the desire to avoid interacting with people with
mental illness (Corrigan et al., 2003).

Another study elaborated on the steps involved in the stigmatising process by
using hypothetical vignettes (Corrigan et al., 2003). The vignettes included different
details on the aetiology of the mental illness (e.g. due to brain disease, illicit drug use)
and level of dangerousness. The vignettes were given to 518 college students to
determine how the public forms attitudes towards the people with mental illness.
Corrigan et al. report that causal attributions such as controllability, affect beliefs about
persons' responsibility for causing their condition. These beliefs lead to affective
responses such as anger and fear that result in rejecting behaviour such as avoidance,
coercion, segregation, and withholding help. Apart from this, psychiatric labels
(diagnoses) and admission to a psychiatric treatment facility also lead to labelling of the
patient and subsequent stigmatization (Link et al., 1987; Link & Cullen, 1986).

Some researchers have suggested that patients with mental illness are rarely able
to report instances of rejection. They argued that stigma was not an issue for patients
and patients did not acknowledge much stigma associated with mental illness (Crocetti,
Spiro & Siassi, 1974 cited in Gray, 2002; Link, Mirotznik & Cullen, 1991). However,
subsequent research has increasingly highlighted the presence of stigma and experiences
of rejection in relation to mental illness. Albrecht, Walker and Levy (1982) examined
perceived social distance towards different groups of people and found that persons
with mental illness are one of the most highly rejected groups, with similar levels of
rejection to people with drug addiction, prostitutes and ex-convicts. This stigmatisation
of mental illness is in contrast with other physical illnesses, such as diabetes and heart
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disease, which are much less stigmatised. Although illnesses such as epilepsy and
leprosy were once stigmatised, this stigmatisation is now less common (Dewapura,
1994; Fink and Tasman, 1992). They speculate that this may be due to the anti-stigma
campaigns and increasing public awareness. Although the stigma attached to physical
illnesses has diminished considerably, Fink and Tasman emphasise that the stigma
associated with mental illness remains unchanged.

A number of public opinion surveys have highlighted the stigmatising attitudes
that exist towards persons with mental illness. In the U.K (Crisp, Gelder, Rix, Meltzer
& Rowlands, 2000), the U.S.A., (Link, 1987; Phelan, Link, Steuve & Pescosolido,
2000) and Australia (Jorm et al., 1997) stigmatising attitudes towards those with mental
illness are common. For example, in a survey of a representative general population
sample of 1,737 adults in the U.K., 71% were of the opinion that persons with
schizophrenia or substance addictions are a danger to others, and 77% were of the
opinion that they are unpredictable. More than half stated that people with mental
illness are difficult to talk to (Crisp et al., 2000). Stigmatising attitudes amongst
members of the general public have also been reported in community surveys conducted
in developing nations such as Nigeria (Gujere, Lasebikan, Ephraim-Oluwanuga, Olley
& Kola, 2005). In this study, almost all the respondents (97%) perceived people with
mental illness to be dangerous.

In comparison with the number of studies conducted on public attitudes to
mental illness, fewer studies have examined the experience of stigma from the
perspectives of patients with mental illness. A study conducted with 556 mental health
care users in the U.K. reported that 70% had experienced discrimination in some form.
Forty seven percent experienced this in the workplace, 44% from general practitioners
and 32% from other health professionals (Mental Health Foundation, 2000). In a
qualitative study, involving 46 people with mental illness in the U.K., stigma was a
concern for almost all respondents (Dinos, Stevens, Serfaty, Weich & King, 2004).
People with psychosis or drug dependence were most likely to report experiencing
stigma and be most affected by it. Furthermore, persons with depression, anxiety and
personality disorder were affected by feelings of stigma even if they had not
experienced actual discrimination. The most common consequences of this stigma
reported were feelings of isolation, anger, depression, fear, anxiety, guilt,
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embarrassment and avoidance of seeking treatment (Dinos et al., 2004). A larger scale
study addressing expectations of discrimination conducted with 157 patients with
mental illness in a rehabilitation programme in the U.S.A. found that 65% believed that
former mental patients were not accepted by most people as friends, half reported that
they were not seen as trustworthy or intelligent by other people, and 77% stated that
they would not be offered jobs by employers (Rosenfield, 1997). This study also
showed that the greater the perception of devaluation and discrimination, the lower their
satisfaction with life in general.

A study conducted in 27 countries with 732 persons with schizophrenia revealed
that perceived discrimination affected 64% of persons applying for work training or
education (Thornicroft, Brohan, Rose, Sartorius & Leese, 2009). A further 55%
reported discrimination when looking for a close relationship. All of these surveys
highlight how anticipated or actually experienced stigma can potentially rob persons
with mental illness of opportunities and adversely affect them.

Self perception of stigma has been linked to disability. In a study conducted with
60 Turkish patients with schizophrenia, those who reported perceiving more
stigmatization were more disabled in the following domains: understanding and
communicating with others, moving and getting around, self care, getting along with
people, and life activities (Egtugrul & Ulug, 2004). This study showed how
stigmatization was related to levels of disability. However, a limitation of this study was
that perceived stigma was measured using only two questions. Therefore the results
have to be interpreted cautiously as they may under-represent the effects of stigma.

Stigma has also been linked to negative mental health outcomes. A recent metaanalysis provides strong evidence for this (Pascoe & Richman, 2009). This metaanalysis reports that perceived discrimination was negatively related to mental health
outcomes such as depressive symptoms, psychiatric distress and general well being.
They report 107 studies that used regression equations, path models or structured
equation models to explore the relationship between perceived discrimination and
mental health. This produced 500 effects of which 90% found that higher levels of
perceived discrimination related to more negative mental health status and 69% were
statistically significant (Pascoe & Richman).
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Stigma also has a deleterious effect on the help-seeking process and retention of
mentally ill patients in treatment. In particular, a person may avoid seeking treatment
due to the stigma associated with the label of mental illness. The details of this process
are outlined in the section on stigma and help-seeking delay (section 2.11). There are
different forms of stigma and the next section describes these types of stigma that a
patient may encounter.

2. 4 Types of Stigma
The experience of stigma has been divided into two forms, depending on the
source of stigma. The first type, public stigma, is the stigmatizing behaviour and
attitudes of members of the public. In contrast to this, self stigma is the stigma
projected by the person with mental illness on themselves (Corrigan, 2005; Corrigan &
Watson, 2002). These two major “types” of stigma are also interrelated.

2. 4. 1 Public Stigma

Public stigma refers to the negative reactions directed towards people with
stigmatising conditions by the general public. With regards to mental illness, it
includes assumptions such as the mentally ill person is responsible for their illness,
that they have a weak character, they are incompetent, dangerous and violent people
and that they should not be allowed to live near other people. It has also been called
“enacted stigma” (Gray, 2002; Scambler, 2004). Public stigma has been described as
consisting of stereotypes, prejudice and discrimination occurring in a situation where
there is a power difference (Rusch, Angermeyer & Corrigan, 2005). This power
difference occurs when those with mental illness have less social power than the
stigmatisers. Taken together all these definitions draw attention to how public stigma
is the stigma imposed by people in the community.
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2. 4. 2 Self Stigma
Self stigma is described by Corrigan (2004) as the negative attitudes, attributes,
feelings and emotions that the members of a stigmatised group project upon themselves.
The three processes of self stigma are awareness of the stereotype, agreement with it,
and applying it to oneself (Corrigan, Larson & Rusch, 2009). The person with an illness
associated with stigma internalises stigmatising messages they actually experience or
they perceive from others. This results in them adopting opinions of themselves, such as,
‘I am not good enough’ or ‘I am worthless’. As a result, they lose their self regard and
confidence in themselves. This, in turn, causes them to behave in a way that highlights
that they are not good enough. For example, they may not initiate conversations with
others, avoid participating in sports, or may not apply for jobs for which they are
qualified. In this respect, self stigma becomes a self-fulfilling prophecy. In other words,
self stigma occurs when persons with mental illness agree with the prejudicial attitudes
of a dominant culture and apply the attitudes to themselves and develop low self esteem
(Corrigan & Watson, 2002). Therefore it can be seen that self stigma occurs through the
internalisation of public stigma and hence these two sub-types of stigma are interrelated.

Furthermore, research conducted with patients with schizophrenia suggests that
persons with mental illness experience more self stigma when there is greater cognitive
insight into the illness (Mak & Wu, 2006). Although insight into the illness may be
useful to make patients more effectively make decisions about their treatment (e.g.
whether to take medication), it may heighten their perceptions of self stigma. Mak and
Wu also reported that participants who assumed a greater level of self responsibility for
their illness experienced a greater level of self stigma. Self stigma may therefore be
present in patients with depression, in a manner similar to those with schizophrenia
described by Mak and Wu, because patients with depression have more cognitive
insight into their condition and therefore may take greater personal responsibility for
their illness.

Internalising the prejudicial attitudes will often result in low self esteem, self
prejudice and self discrimination (i.e. self stigma) in some persons with mental illness.
However, it can also lead to righteous anger or indifference in others. This response (the
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emergence of positive self-perception) to stigmatising attitudes has been called the
“paradox of self stigma” and mental illness (Corrigan & Watson, 2002).

2. 5 Models of Mental Illness Stigma
Several models have been posed to explain the stigma associated with mental
illness. These include labelling theory, which was followed by modified labelling
theory, and the social cognitive model.

2. 5. 1 Labelling Theory

Scheff’s (1966; cited in Corrigan, 2005) labelling theory states that the label
“mentally ill” leads society to treat the labelled individual as abnormal. This label may
be conferred by health professionals or observations such as noticing people visiting
mental health services. The responses of society to the label include fear and disgust,
which causes people in society to distance themselves and to avoid social contact with
those labelled “mentally ill”. The resulting prejudice and discrimination cause the
person labelled with mental illness to continue the same behaviour (secondary
deviance) and consequently fit the label of ‘mentally ill”. In other words, negative
social reactions (negative stereotypes) are involved in the aetiology of the mental
disorder.
Two arguments have been forwarded against this theory. The first is that the
abnormal behaviour as a result of the mental illness and not the label on its own was
the source of prejudice. In other words, the person with mental illness who behaved in
a bizarre way was the reason for people to distance them and not only the ‘label’ of
mental illness (Huffine & Clausen, 1979; Gove, 1982). The second argument is that
the impact of stereotypes on people with mental illness is only temporary and causes
only a minor and short term problem for the affected person (Gove, 1980). Gove
(1982) states that “It is difficult to imagine that the stigma of treatment acts as a master
status that persists in shaping patients lives by placing them in the role of the
permanently mentally ill” (p. 310). It was suggested that the impact of stereotypes is
only temporary because stigma is present only as long as psychiatric difficulties are
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present and stigma is not present after the psychiatric problems are treated (Gove &
Fain, 1973). However, subsequent research addressing mental illness stigma elaborated
on the labelling theory and the ‘Modified Labelling Theory” was proposed.

2. 5. 2 Modified Labelling Theory

A modified labelling theory was proposed by Link and colleagues (1987; Link,
Cullen, Struening, Shrout & Dohrenwend, 1989). This theory addresses the criticisms
of the labelling theory (i.e., abnormal behaviour and not labels result in prejudicial
attitudes from others) described above. Link et al (1987) did this by showing that
labelled persons are not only rejected when they behave inappropriately but even when
their behaviour is not abnormal. A subsequent study supports these findings (Socall &
Holtgraves, 1992).
Link et al. (1989) showed that social support networks are affected by the
extent to which the person with mental illness fears devaluation or discrimination. This
has been explained as abnormal behaviour of the mentally ill person results in negative
reactions from society that cause the person with mental illness to negatively label
mental illness. Hence, although negative labelling can worsen the existing mental
illness, it does not cause mental illness as described in the ‘Labeling Theory’.
Link et al. (1989) also demonstrated how stigma was present regardless of the
mental health diagnosis and stigma variables remained significant predictors of social
support networks in patients. These stigma variables had consistent effects across two
diagnostic groups (schizophrenia and major depression) suggesting that despite the
presence of different psychiatric symptoms, stigma variables have relatively constant
effects.
It is theorised that psychiatric labels are associated with negative societal
reactions that worsen the course of the illness. Furthermore, Link and Phelan (2001)
stress the importance of these labels in the stigmatising process which occurs when the
stigmatising group is in a more dominant social situation than the stigmatised group. In
summary, according to this theory the components of stigma are “labelling,
stereotyping, separating, status loss and discrimination which occur in a power
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situation that allows these components of stigma to unfold” (Link & Phelan, 2001, p.
367).

2. 5. 3 Social Cognitive Model

From the above mentioned arguments it is observed that there is a need for an
alternative to the ‘Labelling theory’ to describe mental illness stigma since both labels
and behaviour contribute to stigma (Gray, 2002). Corrigan (2005) and colleagues
describe a social cognitive model to understand stigma arising as a consequence of
mental illness. This model explains the relationship between discriminative stimuli and
consequent behaviour by identifying the cognitions that mediate these constructs.
Corrigan (2005) describes stigma as four social-cognitive processes: cues
(signals), stereotypes, prejudices and discrimination. The first process involves cues
(signals) which include symptoms of mental illness, skills deficits, appearance and
labels. For example, symptoms of mental illness include behaviour such as talking to
oneself and skills deficits refer to poor communication skills of those with mental
illness. An unkempt appearance with poor personal hygiene are possible features of
appearance that can be associated with mental illness. All of the above cues are taken
to signal mental illness.
The second process involves stereotypes. The signal or cues noted above lead
people to form stereotypes about persons with mental illness. According to Corrigan
(2005), stereotypes are described by social psychologists as efficient knowledge
structures that represent a social group. They are considered social because they
represent collectively agreed ideas of groups of persons. Using these groupings, people
can quickly generate impressions and expectations of individuals who belong to a
stereotyped group. Stereotypes are not all bad, however, they can lead to negative
responses from the public.

The third process is prejudice. This constitutes the cognitive and affective
response to stereotypes. It is the belief, for example, that people with mental illness are
dangerous which can then lead to fear in the person holding this belief. It is argued that
the process of prejudice then leads to the fourth process which is discrimination
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(described in the previous section). Therefore, in this social cognitive model, stigma has
been described as the processes of cues, stereotypes, prejudice and discrimination. The
next section will examine the effects of stigma on persons with mental illness.

2. 6 Effect of Stigma on Persons with Mental Illness
The stigma associated with mental illness adversely affects many aspects of the
quality of life of the person with mental illness. These negative effects of stigma can
outweigh the impact of disability due to the mental illness itself (Baumann, 2007;
Hinshaw & Stier, 2008; Thornicroft, 2007). Self stigma and public stigma both
contribute to these negative impacts by restricting opportunities for persons with
mental illness.

2. 6. 1 Effects of Self Stigma

Self stigma is the negative attitude that a person with mental illness has
towards themself because of their mental illness status. Several researchers have found
that stigma harms the self esteem of people with mental illness (Berge & Ranney,
2005; Link, Struening, Neese-Todd, Asmussen & Phelan, 2001; Ritsher, Otilingam &
Grajales, 2003; Werner, Aviv & Barak, 2007). Berge and Ranney report a moderately
strong correlation (r = 0.607) between perceived stigma and self esteem in 31 outpatients with schizophrenia. A limitation of this study is the small sample size and
restriction to patients with schizophrenia. A larger sample size including patients with
all types of mental illness were used by Link et al., (2001), and Ritsher et al., (2003) to
demonstrate the relationship between self stigma and low self esteem. The relationship
between self esteem and stigma was studied in a sample of 70 mentally ill persons
(Link et al., 2001). Self esteem was assessed along with two aspects of stigma,
perceptions of devaluation-discrimination and social withdrawal because of perceived
rejection. Link et al. found that devaluation and withdrawal strongly predicted lower
self esteem at two-year follow up. The participants who had scores on the measures of
stigma at the 90th percentile were seven to nine times more likely to have low self
esteem in comparison to those with stigma scores in the 10th percentile. They also
reported the two stigma variables accounted for 12.6% of the variance in self esteem at
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6 months and 18.8% at 24 months. The conclusion was that a substantial proportion of
people who develop mental illnesses come to believe that they are failures or that they
have little to be proud of (Link et al., 2001). This lowering of self esteem may lead
them to abandon efforts to seek employment, good housing and more social contacts
and so reduce their quality of life. Ritsher et al. demonstrated self stigma scores to be
negatively correlated with self esteem and empowerment in 127 out-patients with
mental illness. Apart from lowering self esteem, self stigma can also lead to feelings of
inadequacy and depressive symptoms, and may prevent the person from accessing
mental health services for fear of being labelled as a person with weak character
(Corrigan, 2005).

2. 6. 2 Effects of Public Stigma
Public stigma is the negative reaction directed towards people with mental
illness by the public because of their mental illness status. It results from the formation
of stereotypes such as beliefs that persons with mental illness are dangerous,
incompetent or weak and are to be avoided. Byrne (2000) stated that, “the stigma of
mental illness, although more often related to the context rather than to a person’s
appearance, remains a powerful negative attribute in all social relations” (p. 65). When
people fear those with mental illness, they tend to keep more distance from them and
this public fear of mental illness has increased over the last 40 years. For example, in a
U.S. study, a representative sample in 1996 was 2.5 times more likely to endorse beliefs
that people with mental illness were more dangerous than a comparable group in 1950
(Phelan et al., 2000). A public opinion survey conducted in Nigeria reported how 96.5%
of the 2040 respondents believed people with mental illness were dangerous and 82.7%
were afraid to even have a conversation with a mentally ill person (Gureje et al., 2005).
Public stigma can result in an impairment of the social and leisure functioning of
persons with mental illness because they are often excluded from social interactions.
This can contribute to poorer quality of life because the extent and quality of social
interactions has an important bearing on quality of life (Lehman, 1988; Rosenheck et al.,
1999).

Public stigma can result in people with mental illness being discriminated
against in all aspects of life including education, employment, housing and recreation
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(Farina & Felner, 1973; Link, 1982; Link et al., 1987). The degree of stigmatisation has
been found to be positively associated with the severity of the mental disorder (Farina,
1981). Recent findings from a multicentre study that explored stigmatising experiences
of patients in 27 countries including Asian countries such as India and Malaysia,
indicate that high levels of discrimination were experienced (Thornicroft et al., 2009).
This study revealed 47% of respondents reported they felt discriminated against when it
came to making or keeping friends, 29% in finding a job and 29% in keeping a job.

Employment is one area where people with mental illness are discriminated
against. A survey in the U.S.A. found that the unemployment rate among persons with
mental illness was three to five times higher than in those without a mental illness
(Sturm, Gresenz, Pacula and Wells, 1999). Farina and Felner (1973) conducted an
experimental study that showed if a person revealed their past history of mental illness
they were denied employment. In a survey conducted with 109 companies in the U.K., a
quarter reported that they would never or only occasionally employ someone who had a
previous mental illness (Manning & White, 1995). Furthermore, almost half of the
employers said they would not employ a person with current mental illness. The lack of
opportunities for employment is particularly unfortunate because studies have shown
that employment is therapeutic and reduces symptoms in people with mental illness by
increasing self esteem and self efficacy (Makowitz, 2001). Even if people with mental
illness secure employment, research shows how they are discriminated against. For
example, in a survey of job-related discrimination conducted with 1,139 persons with
serious mental illness in the U.S.A., 20% said they had experienced job-related stigma
(Baldwin & Marcus, 2006). This included being denied employment, denied promotion,
denied access to job training and experiencing difficulty advancing in a job. In a study
conducted with 320 out-patients with schizophrenia in Hong Kong, more than a third
reported receiving negative comments from their employer after their illness was
revealed, and half of them reported having been laid off from their job on disclosure of
illness (Lee, Lee, Chiu & Kleinman, 2005). Together these findings suggest stigma and
discrimination are likely to affect the employment opportunities and success amongst
people with mental illness.
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Apart from being discriminated against in education, employment and social
activities, there is evidence to suggest that people with mental illness also face
discrimination by health care providers including those in mental health care (Schulze,
2007). Corrigan (2004) states that “the negative impact of public stigma is observed in
the general health care system where people labelled mentally ill are less likely to
benefit from available physical health care services than people without these illnesses”
(p. 616). This topic is elaborated in Study 2 (Chapter 6) which assesses the attitudes of
doctors and medical undergraduates to mental illness.

Public stigma also delays help-seeking because the person does not wish to have
the label of “mentally ill” attached to them (The details of these processes are outlined
in the forthcoming section on ‘Stigma and help-seeking delay’ in section 2.11). In order
to avoid the negative effects of public stigma, patients may be reluctant to disclose that
they have a mental illness. This may lead to them concealing their illness (Corrigan &
Matthews, 2003; Lee et al., 2005). Further, it has been stated that the social rejection
that accompanies public stigma can be minimised by hiding the mental illness once the
patient has recovered (Gray, 2002). Such concealment increases the risk of people
avoiding mental health services. This is how public stigma may lead to treatment
avoidance, non-adherence with treatment, and poor retention of patients in treatment.
Sometimes family members can be involved in concealment of the mental
illness. This is because mental illness can be stigmatising for the family members as
well as for the patient. The next section describes this process.

2. 7 Stigma and the Family
Stigma is among the constellation of adverse factors related to looking after a
relative with mental illness. This is because the stigma due to mental illness extends out
from the patient to affect family members as well. Research suggests that family
members and friends are impacted by public stigma (Corrigan, 2005). Goffman (1963)
has called this phenomenon “courtesy stigma” and defined it as a situation in which
both the stigmatised person and their family members are treated as one unit in social
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situations. Courtesy stigma has also been called “associative stigma” by Mehta and
Farina (1988).

Stigma stemming from mental illness has its effects on all aspects of family
functioning. Clausen and Yarrow (1955 cited in Czuchta & McCay, 2001) conducted a
study with 33 wives whose husbands were first admission psychiatric patients. They
examined the impact of mental illness on family relationships and family functioning.
Findings indicated that respondents anticipated and feared that their family member
would be discriminated against by others, and were also concerned about the family’s
status in the community. These concerns had resulted in restricted contact with others
outside the family unit and strained communication within the family. This stigma was
also associated with attempts to hide the mental illness. The small sample size of this
study restricts the generalisability of these results. A larger sample was surveyed by
Wahl and Harman (1989) who highlighted that stigma is a significant problem for
families of persons with mental illness and results in feelings of guilt, shame and
embarrassment. They surveyed 487 family members of the National Alliance for the
Mentally Ill (NAMI), and about a fifth reported that stigma impeded the quality of
relationships with other family members and diminished self esteem. However, this
NAMI sample comprised family members who were involved in advocacy activities, so
it was not likely to be representative of all families who have someone with a mental
illness. Wahl and Harman speculate that this may be because NAMI contains family
members of those with severe mental illness who are groups that may experience high
levels of stigma and the interaction with other families who experience high levels of
stigma may sensitise them to the stigma. This may lead to under reporting of stigma
experienced by family members of NAMI. Family stigma is influenced by many factors
related to the illness and the family. The family member’s relationship to the patient
affects the stigma experience. Research has shown that family members who live with
the patient experience more stigma (Phelan, Bromet & Link, 1998). Furthermore,
spouses experience more stigma than parents because they share the same social
network as the patient (Freeman & Simmons, 1961).

Family stigma leads to efforts by the family to hide the mental illness. Phelan et
al. (1998) studied 156 family members of those with a psychiatric illness in New York
and found that half made an attempt to conceal hospitalisation for the mental illness.

23

They also reported that higher educational attainment was associated with greater
perceived avoidance. This study surveyed a large sample of relatives of patients who
were recently hospitalised. However, the authors state that it underestimates stigma
because family stigma may have prevented some families from participating in this
research. Patients have reported that disclosure of their illness will affect the image of
their family. For example, a study conducted with 600 out-patients in Singapore, found
that 40% of patients surveyed felt that others would avoid their family members if they
knew that they had a mental illness (Chee, Ng & Kua, 2005). This finding shows how
patients may endeavour to reduce the stigma projected on their family members by
concealing their mental illness.

Studies of family stigma conducted in developing countries provide similar
findings to those in more developed Western countries. For example, stigma was a
pertinent issue and concealing mental illness in a family member was reported by 36%
of the 159 family members of patients with schizophrenia in India (Thara & Srinivasan,
2000). A limitation of this study was that it only explored families of patients with
schizophrenia. Another study conducted in rural Ethiopia explored family stigma in
relation to several different types of mental disorders (Shibre et al., 2001). In this study,
75% of 178 relatives of individuals with major mental illness perceived stigmatisation
or experienced stigmatisation and 37% wanted to conceal the fact that their relative was
ill.

In view of all this evidence of stigma and its impact on the family, it is important
to study the views of the family and the stigma they experience. We are particularly
interested in the experience of stigma from the carer’s point of view and comparing that
with the patient’s. Therefore this study focuses on patient and family-carer dyads.
Research using dyads is appropriate because it brings in the carer’s perspective of
stigma and provides more comprehensive information on stigma and mental illness
(Magana, Garcia, Hernandez & Cortez, 2007; Okazaki, 2000).
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2. 8 Stigma and Carer Burden
Family members play an integral role as informal carers for the person with
mental illness, especially in view of the shift of patients from institutional care to
community care. These family caregivers experience high levels of caregiver burden
(Tsang et al., 2003). Carer burden refers to the “total experience of caring for the ill
relative including effects on physical, psychological and social well being as well as
the capacity to cope and adjust to that circumstance” (Ohaeri, 2003, p. 458). ‘Burden’
generally refers to the adverse effects that occur with this responsibility of looking
after a person with mental illness. Carer burden is often measured using the Zarit
Burden Interview that was originally developed to measure carer burden in carers of
patients with dementia (Zarit & Zarit, 1987). Studies using this instrument have shown
moderate to severe carer burden in carers of patients with schizophrenia (CaqueoUrizar & Gutierrez-Maldonado, 2006; Fujino & Okamura, 2009) and mood disorders
(Martire et al., 2009). Carer burden is affected by many factors such as severity of
psychiatric symptoms, difficult behaviours, type of caregiving relationship, stigma,
contact with mental health professionals, family atmosphere, economic problems and
self harm in patients (Fujino & Okamura, 2009; Schulze & Rossler, 2005). The current
study focuses on the impact of stigma on carer burden in Sri Lanka.
Numerous studies have revealed the existence of family stigma that adds to the
burden of caring for a family member with mental illness (Czuchta & McCay, 2001;
Szmukler, 1996; Tsang et al., 2003; Wahl & Harman, 1989). Czuchta and McCay
surveyed 20 parents caring for children with schizophrenia and found that as
sitgmatising attitudes increased, carer burden increased (r = 0.47, p < .05). A limitation
of this study was the small number of participants. Another study with a larger sample
(90 mothers of children with schizophrenia) found the burden associated with stigma
reduced the physical well being of the carers (Greenberg et al., 1993). This low physical
wellbeing will further add to the stress of the caregiver. Stigma adds to this carer burden
by further restricting the family’s access to sources of help due to efforts to hide the
mental illness in the family. It reduces the social support received by the caregiver by
restricting contact with friends and family (Greenberg et al.). Stigmatizing attitudes can
also affect carer burden by reducing employability and increasing financial problems in
the family (Tsang et al.). Tsang et al. have also identified that the subjective burden as a
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result of stigma includes frustration, anxiety, low self esteem and helplessness in carers.
Furthermore, the effects of stigma may result in mental health problems in the family
carers. Caregiver’s perceived stigma was significantly related to depressive symptoms
in a study conducted with 85 caregivers of persons with schizophrenia (Magana et al.,
2007). These depressive symptoms will add to the carer burden. Additionally, stigma
affects the day-to-day functioning of the family. Szmukler et al.‘s (1996) Experience of
Caregiving Inventory (ECI) is a measure of the burden of caregiving that contains five
items relating to stigma. The stigma scale of the ECI was strongly negatively correlated
with psychological well-being measured with the General Health Questionanaire
(Martens & Addington, 2001). The ECI was completed by 626 carers and responses to
the stigma items indicated that 16% often or always covered up the illness, 21 % were
unable to have visitors in the home, 18% felt unable to tell others of the illness and 26%
felt unable to explain the illness to others. All the above studies provide evidence that
stigma is likely to add to caregiver burden.

Given all of this evidence on the relationship between stigma and carer burden
and the lack of studies in countries like Sri Lanka, it is especially relevant to understand
the impact of stigma on carer burden. Therefore, our specific research question explores
this relationship by looking at the correlation of public stigma of Sri Lankan patients
and their carers with carer burden.
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2. 9 Stigma and Culture
Though stigma related to mental illness appears to be a global phenomenon,
there are cultural differences with regard to how this is expressed. Culture impacts on
the level and type of mental illness stigma. Studies have shown that people with mental
illness are highly stigmatised in the West. However, some research has shown that
stigmatisation is less in developing countries (e.g., Fabrega, 1991; Waxler, 1977). In a
study conducted in 1977 in Sri Lanka, Waxler looked at a case series and stated that Sri
Lankan families refer freely to their psychotic family members as “pissu” (crazy) and
show no shame about it. It was argued that tuberculosis was more stigmatised than
mental illness in Sri Lanka. Waxler states that Sinhalese beliefs on the causes of mental
illness are based on supernatural ones (external causes), thereby not holding the person
responsible for their strange behaviour. A part of this belief is that the person is
expected to have brief illness and then be cured easily with appropriate treatment and
rituals. In this way removing responsibility from the patient may lead to less stigma.
The limitation of this study was that it reported anecdotal observations made over 30
years and was focused on Sri Lankan peasant society. There was also no indication of
the number of cases on which these observations were based. However, Waxler does
provide a good description of the indigenous (traditional) medical system present in Sri
Lanka and how perceived stigma may have been less in this traditional medical system.

The presence of alternative or traditional medical treatment systems in
developing nations may account for the variation in psychiatric stigma in these
countries. The Aryurvedic tradition of medicine is present in India and Sri Lanka.
Aryurveda handles all illnesses in a psychosomatic or integrated way. Fabrega (1991)
speculates that this system of medicine may not be as stigmatising towards mental
illness as that present in Western countries. However, Fabrega has stated that the
stigmatising community attitudes towards the persons with mental illness may be
present in these societies even though families do not stigmatise their family member
with mental illness.

A number of reasons for stigma being lower in developing countries have been
posed by other researchers. For example, Sartorius and Schulze (2005) listed a number
of factors that contribute to greater tolerance of people with mental illness in developing
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countries. These include the extended family structure, strong family bonds, rural
agrarian society, models for explaining the causes of illness as being external (due to the
influence of evil spirits or witchcraft) and perceived reversibility of behaviour.
Littlewood (1998) too writes that in the West nuclear families seem less tolerant of
mental illness than the extended families which are prevalent in Asia. This greater
tolerance presumed to be present in these countries thought to result in less stigma
towards mental illness.

However, several studies have shown that stigmatising attitudes towards those
with mental illness exists in developing countries as well. A large survey conducted
with 2,040 persons in Sub Saharan Africa showed that there were widespread negative
views of the people with mental illness (Gureje et al., 2005). Less than half the
respondents thought that mental illness could be treated outside the hospital. Almost all
(96.5%) believed that persons with mental illness are dangerous because of their violent
behaviour. A limitation of this study was that it did not differentiate between the
different types of mental disorders. However, another study conducted among 240
community members and 60 voluntary health workers in a rural area in India, did
differentiate community attitudes toward depression and psychosis (Kermode, Bowen,
Arole, Pathare & Jorm, 2009). This study showed that almost half (40-48%) of
respondents perceived that a person with depression was dangerous, compared to 5272% for people with psychosis. The authors state perceived dangerousness as the main
reason for social distance towards persons with mental illness. In Bangalore, a study of
80 psychiatric patients revealed the importance of social standing and being connected
to social networks and how social esteem is valued highly (Weiss, Jadhav, Raguram,
Vounatsou & Littlewood, 2001). This study showed how this social standing may be
lost by disclosing one had a mental illness.

As a result of communities displaying stigmatising attitudes in developing
countries such as India, patients and carers too may be expected to experience stigma.
This expectation is supported by findings of a study of 159 patients and their carers in
India that reported problems related to marriage prospects, fear of rejection by
neighbours and the need to hide the mental illness from others as the most stigmatizing
aspects (Thara & Srinivasan, 2000).
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That mental illness is experienced as stigmatising in developing countries may
lead patients to manifest psychiatric symptoms somatically instead of as mental health
problems. This phenomenon has been demonstrated in a study conducted with 80
psychiatric out-patients in South India that found stigma scores to be positively related
to depressive symptoms and negatively related to somatic symptoms (Raguram, Weiss,
Channabasavanna & Devins, 1996). This study showed that depressive symptoms
(unlike somatic symptoms) were reported as more stigmatising and considered socially
disadvantageous. Thus, it is clear that stigma is a significant problem for patients in
developing countries that sometimes leads to variations in the presentation of mental
problems in these countries.

That stigma and its various manifestations may vary between countries and
cultures further highlights the need to gather more information on the culture-specific
aspects of stigma in Sri Lanka. However, there are relatively few studies of stigma
conducted in developing countries. In a review of 123 articles published between 1995
and 2003, only 11.3% were conducted in Asia or Africa, and the majority (88.7%) were
conducted in North America, Europe or Australia (Link, Yang, Phelan & Collins, 2004).
This provides evidence of the dearth of studies on stigma in Asian countries. There are
even fewer studies comparing stigma across different cultures. A comparison study of
stigma in 80 patients in Bangalore and 47 in London reported that self perceived stigma
was higher in the London group (Weiss et al., 2001). However, the study explains that
this may have arisen because the London sample included in-patients who may have
had more stigmatising experiences and because Londoners value autonomy and are less
likely to involve family members. An important cultural difference that was uncovered
was that Bangalore patients considered stigma of mental illness to have a major impact
on their marriage and the marriages of their family members, while this was not an issue
for patients in London. These results are in keeping with Sartorius’s comment that
attitudes to people with mental illness vary from culture to culture (Sartorius & Schulze,
2005). However, the theories on stigma do not tend to explicitly address cultural factors
and their influence on stigma (Thornicroft et al., 2007). The present study will explore
these cultural factors such as the effects of stigma on marriage and the family carers
involvement in providing care and help-seeking in the Sri Lankan setting. It will also
compare perceived stigma in Sri Lankan patients with equivalent international studies.
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2. 10 Coping with Stigma
Persons with mental illness develop methods of coping with stigma in order to
reduce its impact. These coping strategies are efforts to control the demands caused by
stigma attached to the mental illness. Link and colleagues (Link et al., 1991; Link,
Struening, Neese-Todd & Asmussen, 2002) outline stigma coping methods such as:
educating others in the hope of preventing negative attitudes, challenging stigmatising
behaviour, keeping mental illness a secret, and limiting social interactions by avoiding
situations in which they may be rejected.

Research has also identified several coping mechanisms used by carers. A study
conducted with 487 families of persons with mental illness in the U.S.A., used
questionnaires that listed a number of ways stigma may affect families (Wahl &
Harman, 1989). This study reported that families found the following coping strategies
useful: obtaining factual information about the mental illness, interaction with other
families with mentally ill members, support within the family, and exposure to research
findings that highlight the biological basis of mental illness.

However, these coping strategies may not always be beneficial to the patients
and carers. Goffman (1963) has suggested that to avoid discrimination and rejection,
persons with mental illness may limit their social interactions to individuals who are
similarly stigmatised or who are aware of and accept the stigma (e.g., family members).
Similarly, Link and colleagues stated that persons with mental illness who internalise
the attitudes of society, anticipate rejection and develop coping strategies such as being
secretive about their illness or withdrawing from social interaction (Link et al., 1987;
1989). Secrecy and withdrawal from society are forms of coping that have also been
employed by families to cope with stigma but it is unclear how much this helps address
the burden of stigma (Phelan et al., 1998; Shibre et al., 2001; Thara & Srinivasan,
2000). Furthermore, an avoidant coping style (secrecy or withdrawal) had been
identified as a risk factor for anticipatory stigma that would in turn lead to reduced selfefficacy and empowerment (Vauth, Kleim, Wirtz & Corrigan, 2007). Patients who cope
by avoidance of social situations (due to anticipated stigmatisation) perceive more
stigmatization. This in turn leads to more avoidance of social situations setting up a
vicious cycle where avoidance increases perceived stigmatisation (Egtugrul & Ulug,
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2004). These findings highlight the potential problems encountered with certain stigma
coping orientations, namely secrecy, avoidance and withdrawal.

With the knowledge that some coping mechanisms are potentially harmful, it is
important to know the types of coping mechanisms used by patients. Studies have been
conducted to determine which coping mechanisms are more commonly endorsed by
patients to overcome stigma. In a study conducted in the U.S.A. using the Stigma
Coping Orientation Scales, it was observed that challenging stigma was endorsed more
commonly than secrecy or withdrawal as a coping orientation by the majority of the
participating 88 persons with serious mental illness (Link et al., 2002). The present
study sets out to contrast this finding with the coping orientations of those with mental
illness in Sri Lanka. Anecdotal evidence suggests that secrecy and withdrawal are more
common than challenging stigma in Sri Lanka. The current study hypothesises that
secrecy and withdrawal will be more commonly endorsed than education and challenge
by Sri Lankan patients and their carers.

2. 11 Stigma and Help-Seeking Delay
Help-seeking has been defined as communicating with other people to obtain
help such as advice, information, treatment, and general support in response to a
problem or distressing experience (Rickwood, Deane, Wilson & Ciarrochi, 2005). Helpseeking has been viewed as “a form of coping that relies on other people, and is
therefore often based on social relationships and interpersonal skills” (Rickwood et al.,
p. 4). Another definition of help-seeking put forward by Banerjee and Roy (1998) states
that help seeking is linked with illness behaviour (the person’s reaction to the
experience of being sick). This experience usually ends with the decision to seek help.
There are three stages in this process:
1. awareness that something is wrong
2. decision that one is sick and needs professional care
3. decision to seek professional care
Thus, help-seeking has several stages that entail decisions which may end in
seeking professional care. In this study, help-seeking was assessed from the stage of
awareness that something is wrong and professional help is needed.
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There are two broad types of help-seeking: informal and formal. Informal helpseeking involves sources such as friends and family, while formal help-seeking involves
seeking help from professional sources, including those who have a recognised role and
appropriate training in providing help and advice. These professional sources include
mental health and health professionals, teachers, youth workers, and clergy (Rickwood
et al., 2005). The current study focuses on formal help-seeking which includes
professionals (both in Western medicine and Indigenous medicine) and religious
healers.

2. 11. 1 Barriers to Help-Seeking
Many factors reduce or prevent people from seeking help when they first
experience mental health problems. For example, the Epidemiological Catchment Area
study conducted in the U.S.A. shows that fewer than 30% of people with psychiatric
disorders seek treatment (Regier et al., 1993). The National Co-morbidity study yielded
similar results (Kessler et al., 2001). According to the Australian National Survey of
Mental Health and Wellbeing only 35% of people identified with mental illness sought
treatment (Burgess et al., 2009). This research from developed nations highlights the
extent of treatment avoidance present in these countries.

Research from Asian countries has shown that there is treatment delay in these
countries as well. For example, a study conducted in Hong Kong showed that the
average help-seeking delay for patients with early psychosis was five months and that
family caregivers were willing to seek help from medical professionals although
patients were not (Wong, 2007). In another study conducted with 63 families of patients
with schizophrenia in India, 27% took more than five years to report to a referral centre
for treatment (Banerjee & Roy, 1998). Although there are help-seeking delays in Asian
countries, there is a need for cross-cultural research to determine what contributes to the
delay in each country. In Sri Lanka, the percentage of those with mental health
problems who eventually seek professional help has not yet been reported. Although
this thesis will not address this question, it will provide preliminary data on the duration
of help-seeking delay in patiens attending follow-up psychiatric services.
There are many barriers that add to the delay in seeking help for mental health
problems. These may be divided into two groups: structural barriers and attitudinal
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barriers. Structural barriers include high cost of treatment, reduced access to treatment,
and absence of treatment facilities. Attitudinal barriers are not knowing where to get
help, thinking one could solve problems by oneself, and worries about what others
would think if help was sought (i.e. stigma) (Issakidis & Andrews, 2002; Wells et al.,
1994). The present study will assess the barriers to seeking professional help in Sri
Lankan patients with mental illness.

2. 11. 2 Stigma and Help-seeking Delay
Stigma is one of the barriers to seeking healthcare and affects the help-seeking
process in a number of ways. The person wanting help needs to recognise their need for
help and then approach someone in their social network and/or a health care provider
for help (Rickwood et al., 2005). Deciding on the best person to approach can be
influenced by perceived stigma in several ways. Firstly, fear of being rejected may
exacerbate problems with initial problem recognition (e.g., by increasing denial).
Secondly, those who have previously sought professional help may, as a result of
stigma, have fewer people in their social network to support their help-seeking. Finally,
they may avoid professional help-seeking altogether in an effort to avoid further
experiences of both self stigma and public stigma (Corrigan, 2004). Generally, people
who want help weigh the costs and benefits of seeking help (Adams & Scott, 2000) and
this will involve weighing up the effects of continued stigmatisation against the benefit
of seeking help.

There is evidence that stigma delays help-seeking. For example, an Australian
rural community survey of 142 members of the general public explored perceived
stigma and attitudes toward seeking professional psychological help (Wrigley et al.,
2005). The authors of this study report that higher perceived stigma (not levels of
symptomology or disability) was associated with more reluctance to seek help for
mental health problems. In this study, the most frequently endorsed reason for not
seeking help was embarrassment (43%). However, a limitation of this study was the
poor response rate of 28%. A qualitative study conducted in South London found that
30 healthcare providers (general practitioners, nurses, and counsellors) reported that
many older people regard depression as a ‘sign of weakness’ and stigma was a widely
recognized barrier for seeking help in this group (Murray et al., 2006). Furthermore,
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several other studies link reluctance to seek professional help with personally held
stigmatised attitudes about mental illness or the belief that the community holds these
attitudes (Amato & Bradshaw, 1985; Fuller, Edwards, Procter & Moss, 2000).

Stigma experienced by patient-carer dyads was correlated with help-seeking in a
study conducted with 62 Asian-American patients with severe mental illness and 40 of
their relatives (Okazaki, 2000). This study showed that patients’ stigma was not
correlated with treatment delay (r = .07). However, higher levels of shame and stigma
faced by relatives was associated with a longer treatment delay (r = .40, p < .01). Hence,
carer stigma had a moderate relationship to treatment delay.

The relationship between stigma and help-seeking is not limited to psychotic
disorders such as schizophrenia. When help-seeking for individual mental illnesses is
assessed, studies have shown that stigma is a major factor in preventing professional
help-seeking for depression as well (McNair, Highet, Hickie & Davenport, 2002; Hoyt,
Conger, Valde & Weihs, 1997; Cooper-Patrick et al., 1997).

Further elaboration of this delay due to stigma shows that both public stigma and
self stigma are associated with treatment delay. Vogel, Wade and Haake (2006) have
stated that the public stigma associated with seeking mental health services creates the
perception amongst the general public that someone who seeks psychological treatment
is undesirable or socially unacceptable. This perception is a factor that leads persons to
avoid treatment to limit the harm of public stigma (Corrigan & Matthews, 2003). An
Australian study of 1,312 adults from the general community showed that self stigma
and perceived stigma were significant predictors of help-seeking likelihood, with
increased stigma scores reducing the chances of seeking treatment from any source
(Barney, Griffiths, Jorm & Christensen, 2006). The authors report an odds ratio of 1.16
for the perceived stigma associated with seeing a psychiatrist and 1.84 for the self
stigma associated with seeing a psychiatrist (p < .001).

Corrigan (2004) cites a number of studies that have shown that patients
internalise stigmatising attitudes that are present in society and come to believe that they
are incompetent. Therefore self stigma is an internalized version of public stigma. This
self stigma will prevent the person seeking treatment to avoid being labelled as
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“mentally ill” and therefore escape stigma’s impact on the sense of self. In other words,
this is an instance of denying illness in order to minimize the anxiety associated with
being identified as having a mental illness. Corrigan further states that public stigma
impacts on self stigma and these two forms of stigma interact to have this effect of
reducing help-seeking behaviours. Therefore, apart from each form of stigma increasing
help-seeking delay individually, they may interact and increase delay. For example, in a
society where there is low public stigma, a patient with high self stigma may seek help.
However, the patient with high self stigma may not seek help if there was high public
stigma present.

These studies suggest that both self stigma and public stigma affect help-seeking
delay. However, it is important to know which form of stigma impacts more on helpseeking delay in order to prioritise the target interventions to reduce stigma. Barney et al.
(2006) have found that self stigma has more impact on help-seeking in depression than
perceived stigma (public stigma). In support of this, Vogel, Wade and Hackler (2007)
have found that although public stigma contributes to the initial experience of self
stigma, it is self stigma that affected help-seeking attitudes and willingness to seek
psychological help. Vogel and Wade (2009) have argued that self stigma is more
important than public stigma when it comes to delaying help-seeking. They state that
this is because acknowledging the need for professional help triggers a sense of failure
due to society labelling help-seeking as a sign of weakness. The present study will
measure both public stigma and self stigma and the separate effect of each component
on help-seeking delay.

2. 11. 3 Cultural Factors Affecting Help-Seeking and Stigma
Most published studies focus on help-seeking in developed nations. However,
cultural factors mean that the help-seeking process in Asian countries can be different
from those in the Western world and beliefs about the causes of mental illness affect the
help-seeking process. In non-Western cultures, supernatural forces such as possession
by evil spirits and witchcraft are seen as causes of mental illness (Razali, Khan &
Hasanah, 1996). Although some Westerners also believe that mental illnesses are
‘spiritual’, the prevalence of this explanation is less in Western countries. Beliefs that
there are supernatural causes for mental illness are present in Sri Lanka and traditional
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(indigenous or Ayurveda) and religious healers are sometimes consulted for mental
illnesses. Jorm (2000) has stated that these causes or beliefs can alter the help-seeking
process. A study conducted in Malaysia showed how endorsement of these beliefs may
lead to failure to continue follow-up care and poor compliance with oral medication
(Razali et al., 1996). Research has also shown that endorsement of any of these views
on supernatural causation of mental illness will lead to a greater delay in help-seeking
(Rogler & Cortes, 1993). There is also less social stigma when seeking help from nonprofessional sources. For example, a study conducted in India demonstrated that one
quarter of patients consulting an indigenous (traditional) healer reported that the social
stigma was less when consulting the traditional healer compared to consulting a
psychiatrist (Trivedi & Sethi, 1979). Similarly, in Sri Lanka there is anecdotal evidence
to suggest that there is less stigma associated with attributing abnormal behaviour to
supernatural forces, such as spirit possession, rather than to mental illness
(Kurupparachchi & Lawrence, 2005; Waxler, 1977). Therefore the stigma of consulting
a native or religious healer may be less than visiting a psychiatric facility, especially the
custodial psychiatric hospitals. Viewing all these findings together, a study of helpseeking delay is important in the Sri Lankan context where these beliefs are present.
This present study also explores what proportion of the patients with mental illness first
sought help from indigenous or religious healers.

2. 11. 4 Family Carers’ Stigma and Help-Seeking Delay
One of the factors highlighted by past research on help-seeking in Asian cultures
is the extended family involvement in the process of seeking help for mental health
problems (Lin, Inui, Kleinman & Womack, 1982). Lin and Cheung (1999) studied
Asian Americans and stated that since Asian tradition regards the family as a basic unit
of society, help-seeking is a joint family venture and therefore Asian patients are most
often accompanied by family members when they seek help. Sri Lankan society
conforms to this pattern and there are high levels of involvement by the family in the
decision to seek help. This is particularly true if a caregiver is a parent who holds
strong beliefs about taking care of one’s children and being responsible for the helpseeking process. Thus, psychiatric patients in Sri Lanka are usually accompanied to
consultations by family members.
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It is important to obtain carers’ views on treatment seeking as they are critical in
this help-seeking process. As mentioned earlier, stigma delays help-seeking in AsianAmerican patients, and the relatives’ reported level of stigma concerning the patient’s
condition was positively and significantly related to treatment delay (Okazaki, 2000).
Therefore, relatives’ stigma significantly delays the help-seeking process. There appears
to be no studies conducted in developing nations exploring the relationship between
carers’ stigma and help-seeking delay. The carers involvement in treatment delay will
be studied in the current research because anecdotal evidence from Sri Lanka indicates
high carer involvement in the help-seeking process. Therefore stigma felt by the Sri
Lankan family carer seems likely to be correlated with help-seeking delay. The present
study used patient-carer dyads which provide the opportunity to compare two
perceptions of the stigma experience.

2. 11. 5 Stigma and Treatment Non Adherence
The Health Belief Model (HBM) described by Becker and Maimon (1975) states
that four factors influence adherence to treatment: the perceived benefits of adherence
(e.g. being symptom free); perceived barriers to adherence (e.g. stigma of taking
medication and side effects); perceived susceptibility (e.g. how likely they believe they
will experience a relapse); and perceived severity of the outcome of a relapse. The
Health Belief Model’s use of benefits and barriers provides a good representation of the
decision process involved in seeking treatment as well as treatment avoidance
(Henshaw & Freedman-Doan, 2009). Adams and Scott (2000) elaborate on the Health
Belief Model theory and state that adherence to treatment is good when the benefits of
treatment outweigh the barriers to treatment (stigma and side effects). Therefore
according to the Health Belief Model reducing the perceived stigma of taking
medication should improve adherence to treatment. Treatment non-adherence is
common among patients with psychiatric illnesses. Seventy five percent of those
prescribed typical antipsychotic medication become non-adherent within two years
(Perkins, 1999) and this contributes to relapse and increased symptoms over a period of
time and emergence of treatment resistance (Falloon, 1992; Loebel et al., 1992).

There are many reasons for treatment avoidance and delays. These include a
lack of knowledge about the features of and treatability of mental illnesses, prejudice
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against people who have mental illness, and expectations of discrimination against
people who have a diagnosis of mental illness (Thornicroft, 2006). Furthermore,
Thornicroft states that patients will not adhere to treatment when they experience high
self stigma. Fear about being stigmatised by the members of the general public also
contributes to this non-adherence to treatment.

A number of studies have shown that severe public stigma causes mental health
consumers to stop participating in psychiatric treatment programmes in an effort to
avoid the label of being mentally ill (Corrigan, 2004; Keating & Robertson, 2004;
Tsang et al., 2003; Watson & Corrigan, 2002). For example, when 134 out-patients with
depression were assessed three months into treatment, medication adherence was
associated with lower perceived stigma (Sirey et al., 2001). This suggests that public
stigma may be an important barrier to treatment continuation.

Apart from public stigma, self stigma also has its impact on treatment seeking
and compliance. People with mental illness who have self stigma may not adhere to
treatment to avoid the label of “mental illness” and its impact on further lowering their
self esteem (Corrigan, 2004). They may stay away from mental health treatment
facilities because they feel a sense of inferiority for having to attend these services.
Therefore, this self stigma felt by patients with mental illness may reduce their
willingness to attend psychiatric facilities for continuing care (Corrigan & Watson,
2001). In support of this, a study conducted in Hong Kong on patients with
schizophrenia reported that higher levels of self stigma were found to be significant
predictors of psychosocial treatment non-adherence (Fung, Tsang & Corrigan, 2008).

Viewed together, all these findings highlight the disruptive impact of stigma
(public stigma and self stigma) on treatment adherence. The present study will explore
the impact of stigma on adherence to treatment, specifically attendance at rehabilitation
services. This study will also examine the effect of stigma on treatment delay/avoidance
during the course of the mental illness (during past year). The next section will describe
the mental health problems and services in Sri Lanka. It provides the background for the
mental health care settings in the present study.
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2. 12 Stigma and Mental Illness in Sri Lanka
Sri Lanka is an island of 62,705 square kilometres located in the Indian Ocean.
It has a population of 20 million. The major ethnic groups in the country are Sinhalese,
Tamils and Muslims. The country has been categorised by the World Bank as a ‘lower
middle income group’ country based on World Bank 2004 Criteria. Sri Lanka is
unique due to the fact that the country had a socialist government for a long period of
time with good quality social services, such as health and education. Hence, literacy
rates and health indicators are very high in comparison with other countries that belong
to the lower middle income group. The Human Development Index (United Nations
Development Programme) for Sri Lanka is high. The life expectancy at birth in Sri
Lanka is high at 71.7 years for males and 76.4 years for females in 2006. There is a
high literacy rate of 92.2% for men and 89.2% for women (Ministry of Healthcare and
Nutrition Sri Lanka, 2008).
Physical health care services have developed rapidly in Sri Lanka. These health
care services are funded by the government and treatment at government hospitals is
completely free of charge. As a result, Sri Lanka has good health indicators with a low
maternal mortality rate of 14.3 per 100,000 in 2002 and a low infant mortality rate of
11.17 per 1000 live births in 2003. The immunization rates are high and range from
89% to 95% (Ministry of Healthcare and Nutrition Sri Lanka, 2008). Therefore, in the
past few years Sri Lanka has achieved a relatively high health status compared to many
other developing countries. In contrast with this development in physical healthcare,
there have been very few parallel developments in mental healthcare in Sri Lanka
(Mendis, 2001).

2. 12. 1 Mental Health Care Services in Sri Lanka

Western mental health care was introduced to Sri Lanka by the British in the
early nineteenth century. Since then the development of mental health services has
been influenced mostly by the tradition of providing care in mental hospitals (Mendis,
2001). The mental hospitals are institutions of custodial care and lead to patients being
in a very restrictive environment. The stigma associated with these institutions is
enormous.
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Historically, the next major development in the mental health sector in Sri
Lanka was in the 1960s when psychiatric units were opened in general hospitals. The
opening of these wards created a more acceptable setting for treatment of mental
illness than the aforementioned custodial institutions. The stigma associated with
staying in these wards was less. These wards had only voluntary admissions (as the
Mental Health Act was not applicable in this setting) and a family member or carer had
to remain with the patient whilst in hospital. However, since then there have been no
significant developments in the mental health sector in Sri Lanka (Mendis, 2001) until
2002 when 57 medical officers of mental health (general medical doctors with three
months training in psychiatry) were introduced to provide psychiatric services in most
districts in the country.
Currently mental healthcare remains under-resourced and under-staffed in Sri
Lanka. There are three psychiatric hospitals in the country and 13 psychiatry units in
general hospitals. There are a total of 3,591 beds for psychiatric patients (Ministry of
Healthcare and Nutrition Sri Lanka, 2008). A total of 35 psychiatrists and 121 other
medical doctors with no specialist qualifications in psychiatry, make up the medical
workforce in psychiatry. Apart from Western medicine, the indigenous medical centres
(Ayurveda Centres) also cater for patients with mental illness. In Sri Lanka there is a
shortage of community-based and institutional psychiatric services. Therefore, families
bear most of the burden of care for their relatives with mental illness (De Silva & De
Silva, 2001). The mental health services in Sri Lanka which include the psychiatric
hospitals, are not specialist services and the general public do not need to have a
referral from a general practitioner to access these psychiatric services.

2. 12. 2 Mental Health Problems in Sri Lanka

There are only limited data on the extent of mental health problems in Sri
Lanka. Statistics on the number of patients treated for mental disorders are available
only for the government sector hospitals and these show that 40,333 persons (0.2% of
the population) were treated as in-patients for mental illness in 2007 (Ministry of
Healthcare and Nutrition Sri Lanka, 2008). The detailed description of the numbers
treated for each disorder is provided in Table 2.1. Schizophrenia, mood disorders and
alcohol related mental disorders account for most of the morbidity. The number of
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patients treated as out-patients is not included in this data as this is not available. There
are no data regarding the number of patients treated at private institutions and
community institutions at present. These limited statistics provide some insight into
the extent and type of mental health problems experienced in Sri Lanka.
Other indicators, such as suicide rates, suggest a high prevalence of mental
health problems in Sri Lanka. Sri Lanka has a high incidence of suicide at 40 suicides
per 100,000, which is substantially higher than the 8 per 100,000 in the U.K. (World
Health Organisation, 1995). It also has longstanding mental health problems related to
high alcohol consumption (De Silva, 2002).

Table 2. 1 Distribution of number of patients treated for mental disorders in Sri Lanka
in 2007

Mental Disorder

Number of Patients

Percentage

692

1.72

Alcohol disorders

7,453

18.48

Psychoactive substance use

1,187

2.94

Schizophrenia, schizotypal

14,716

36.49

Mood disorders

8,690

21.55

Neurotic, Stress related and

2,061

5.11

Mental retardation

389

0.96

Behavioural and emotional

554

1.37

Unspecified disorders

4,591

11.38

Total

40,333

100

Dementia

and delusional disorders

somatoform disorders

disorders in childhood and
adolescence

Source: Ministry of Healthcare and Nutrition Sri Lanka, 2008

41

There was a war between the Sri Lankan Government and the Liberation Tigers
for Tamil Elaam (LTTE) in the country for approximately 25 years and this ended in
2009. However, this conflict has resulted in enormous suffering. The mental health
implications of this conflict are very important but only one study was found
addressing this topic. One hundred and one randomly selected families in the war
affected area were surveyed. This study showed that major depression was reported by
25%, anxiety disorder by 26%, post traumatic stress disorder by 27%, and alcohol and
drug misuse by 15% of respondents (Somasundaram & Sivayokan, 1994). As a result
of this conflict, the number of persons internally displaced is almost 700,000 and they
experience persistent psychosocial problems. The 100,000 families of the armed
forces also experience mental health problems (De Silva, 2002). Although the conflict
has ended recently, the toll in terms of mental health problems will likely continue as
the numbers of persons who are internally displaced has increased considerably.
The Tsunami in 2004 which killed 35 322 people and displaced about 1 million
Sri Lankans (Government of Sri Lanka, 2005) has also contributed to an increase in
mental health problems. A study conducted with 89 adults in a Tsunami affected area
21 months after the event showed the prevalence of PTSD was 21%, depression was
16% and anxiety was 31% (Hollifield et al, 2008). However, during the post Tsunami
period there were some new developments in mental health care in Sri Lanka such as
the Government approving an updated National Mental Health Policy. There was also
an increase in psychiatric services in all districts with an increase in the number of
medical officers in mental health from 57 to 90 (Ministry of Healthcare and Nutrition
Sri Lanka, 2008).
This background provides a context for attitudes toward people who experience
mental illness. A number of recent events may have increased awareness of mental
illness in Sri Lanka. Although there has been some new government emphasis, there is
still a long way to go. It is also unclear what effects such developments have had on
stigma for particular disorders despite increasing recognition. It can be concluded from
these limited statistics, that mental illness is a problem of sufficient magnitude that it
could be considered an important area for a public health campaign targeting
recognition of mental illness, stigma awareness and early help-seeking in Sri Lanka.
However, there is no plan to implement such a campaign on mental health. The lack of
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data on the extent of the mental health problems attributed to stigma may have
contributed to this situation and the present research aims to partially address this
deficit.

2. 12. 3 Stigma and Mental Illness in Sri Lanka
Apart from a few studies with small numbers of participants, research on stigma
and mental illness in Sri Lanka is mostly restricted to anecdotal evidence. It has been
stated that mental health problems are common in Sri Lanka and are kept secret due to
the stigma attached to them (Sujeevan, Gadambanadan, Fernando, Rajapakse &
Kneebone, 2005). In non-Western cultures, supernatural phenomena (possession by
evil spirits, witchcraft) may be identified as causes of mental illness (Razali et al.,
1996). This phenomenon is also observed in Sri Lanka (Waxler, 1977).
Kuruppuarachchi and Lawrence (2005) in a letter to the British Medical Journal stated
that in Sri Lanka it is sometimes more culturally acceptable for a person with mental
illness to state that his/her abnormal behaviour was as a result of possession by a
supernatural power rather than a mental illness. In this way the abnormal behaviour is
ascribed to an external force and not to internal factors (Waxler, 1977). Therefore, when
the behaviour has improved this ‘external force’ is considered to have departed and the
person returned to one’s ‘normal’ self. This reduces the stigma attached to mental
illness by avoiding the label of mental illness. Also by ascribing the causes to external
supernatural forces, it does not identify the individual as having an internal fault which
could linger or be considered genetic. This explanation would result in stigma having
less impact on marriage potential because of the transient nature of mental illness that
makes it less likely to be transmitted to children. However, all of these prepositions are
only supported by anecdotal evidence since no substantial published research on this
topic was found despite an extensive literature review.

Stigma towards psychiatric patients in Sri Lanka has potentially serious social
implications. A study using a focus group consisting of 10 carers indicated that social
rejection of people with mental illness in Sri Lanka was seen as a major problem.
Furthermore, the study showed that finding marriage partners for a people with mental
illness person was a major concern (Jayasinghe, 2001). This may have arisen due to the
shame associated with mental illness or due to the risk that mental illness will be passed
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to children. Research using larger samples of carers is needed to ascertain the extent of
stigma experienced by family carers. The present research sets out to obtain this
information. The present research will be an initial exploration of stigma and mental
illness in Sri Lanka and will fill the void created by the absence of comprehensive
research on stigma and mental illness in Sri Lanka. It will provide a cross sectional
description of stigma which could be a baseline for the level of stigma present and also
subsequently be used to evaluate changes in stigma over time by the University
Psychiatry Unit staff.

Although stigma related to mental illness has not been addressed, Sri Lanka has
addressed stigma related to other health conditions. The prior research in Sri Lanka
aimed at reducing stigma for other physical illnesses was used to guide our survey. Two
social marketing campaigns have been conducted with the goal of reducing the stigma
attached to tuberculosis and leprosy (Brown, 2006; Dewapura, 1994; Williams,
Dewapura, Gunawardene & Settinayake, 1998). The approached towards addressing
stigma in these campaigns have th potential to be applied in the reduction of stigma due
to mental illness. The first step outlined in the leprosy social marketing campaign was
the need for a preliminary survey. In the case of mental illness, the first step will be to
assess the correlates of stigma among patients with a mental illness. This survey will
show what specific factors contribute to stigma and what messages might be
incorporated into a social marketing campaign to address stigma due to mental illness.
The present research aims to provide baseline data regarding the correlates of mental
illness stigma.

2. 12. 4 Family Stigma in Sri Lanka

In Sri Lanka the family plays an important role in looking after a patient with
mental illness. This is because in this culture families look after their children well into
adulthood and elders live with the family. Also, there is a scarcity of social support
institutions. Therefore, most patients are part of an extended family network which
shares the burden of caring for the patient. Carer burden has been documented in one
study reported in Sri Lanka. This study conducted with 50 caregivers of patients with
psychotic illnesses, reported that 60% of caregivers felt anxious and depressed and
54% felt their workload increased due to caring for their relative with mental illness
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(De Silva & De Silva, 2001). There are no data currently available on the extent to
which stigma adds to this carer burden. An aim of the present research is to address
this gap in knowledge by describing the degree of stigma felt by family members of a
person with mental illness. It will also assess the impact of stigma on carer burden.

2. 12. 5 Stigma and Help-seeking Delay in Sri Lanka
Corrigan (2004) states that help-seeking can be delayed due to stigma, but the
extent to which this happens in Sri Lanka is not yet established. An extensive literature
search has revealed no literature on help-seeking delay in Sri Lanka.

One question that arises is whether help-seeking processes differ in Sri Lanka
from those in the Western countries. Anecdotal evidence from Sri Lanka suggests that
help may be first sought from traditional medicine and Ayurvedic practitioners. These
alternative sources of help may delay help-seeking from Western medical sources of
help. Prior research in the U.S.A. has stated that beliefs in supernatural causation of
mental illness lead to help-seeking delays (Rogler & Cortes, 1993). Although the
influence of stigma on help-seeking has been documented in international studies,
there is no data on this topic available from Sri Lanka. Anecdotal data and clinical
observations make it clear that Sri Lankan carers have a significant role in helpseeking. Patients are generally accompanied by their family carer when they come to
the psychiatric clinics. Thus, the contribution of the family carer’s experience of
stigma on help-seeking delay should be determined.

2. 13 Conclusions
This chapter outlined the research that describes the negative impact of stigma
on patients with mental illness and their carers. The mechanisms of this impact occurs
through a reduction in social networks, delaying treatment seeking and adding to carer
burden. In a developing country such as Sri Lanka where the number of persons treated
for mental illness is increasing, it is of paramount importance to address this problem.
There is scant literature on this topic in Sri Lanka and the present research will fill this
gap in knowledge by examining in detail the experience of mental illness related stigma
in Sri Lanka.
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The specific objectives of this research are:
1) To describe the extent of stigma experienced by patients and caregivers
2) To compare and contrast the stigma experienced by carers and patients
3) To determine the strategies currently used by patients and families to cope
with stigma
4) To determine the effects of stigma on carer burden
5) To assess the effects of stigma on help-seeking behaviour among patients
with mental illness and their carers
It is hypothesized that higher perceptions of stigma in patients and carers will be
associated with greater self-reported delays in help-seeking, and higher perceptions of
stigma among carers will be associated with higher carer burden. It is also hypothesized
that coping strategies such as withdrawal and secrecy will be more strongly endorsed
than education and challenge by patients and carers in the Sri Lankan setting.

The next chapter provides details of the methodology used to construct the
structured questionnaires and the recruitment of participants to obtain the data on stigma
from patients and their carers attending psychiatry clinics.
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CHAPTER THREE
METHOD FOR PATIENT-CARER SURVEY ON STIGMA
This section provides details of the research design, setting, participants,
measures and procedures used for data collection. It outlines how these were used to
explore the experience of stigma related to mental illness in Sri Lanka by assessing the
degree and perceived impact of stigma on patients and caregivers.

This is an exploratory and cross-sectional descriptive study conducted with 118
patient-carer dyads. Patients and carers’ experience of stigma was assessed using
structured interviews and standard questionnaires read to participants. Patients and their
caregivers were recruited as they attended hospital.

3. 1 Research Setting
Patients and carers were recruited from the out-patient clinics of the National
Hospital of Sri Lanka and the Institute of Psychiatry, Angoda. The National Hospital of
Sri Lanka is affiliated with the Faculty of Medicine of the University of Colombo and is
the largest tertiary hospital in the Western District of Sri Lanka. This hospital has one
psychiatric ward and psychiatry out-patient clinics that provide follow up care. The outpatient clinic caters for approximately 50 follow up patients and up to 10 new patients
each day. The majority of patients have schizophrenia, bipolar disorder, depression and
substance use diagnoses. Patients from all over the country come to this tertiary referral
centre.

The Institute of Psychiatry, Angoda is the largest of the three psychiatric
hospitals in Sri Lanka. It has 27 psychiatry wards with approximately 800 in-patients.
Between 75 and 100 follow-up patients are reviewed at the out-patient clinics each day.
The majority of these patients have schizophrenia, bipolar disorder and depression. In
both these clinics it is common for the carer to accompany the patients to these followup appointments.
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3. 2 Participants
Sample size estimates were calculated using GPower (v.3) (Faul, Erdfelder,
Lang & Buchner, 2007) with the anticipated statistical test being Linear Multiple
Regression. Power was set to .95 and the effect size was set at r2 = .16. This was based
on the correlations of r = .40 between stigma and help-seeking delay found by Okazaki
(2000). Two predictors were anticipated (discrimination and disclosure) and alpha was
set at .05. With these parameters the sample required for a significant productive model
was N = 89. (The sample size estimate to detect a significant correlation between stigma
and delay using the same parameters was N = 63). Thus a planned sample size of at
least 100 provided ample power.

Out-patients were selected because it could be assumed that they would have
more stable mental health status than in-patients enabling them to meet the inclusion
criteria and to provide full informed consent. Generally, all patients turn up early
morning for the psychiatry clinic and they are seen on a “first come first served basis”.
Attending early to obtain a place in the clinic is common practice in all out-patient
clinics in Sri Lanka. The clinic lasts three hours. As each research interview lasted 1.5
hours it was possible to interview two patients a day. Patients were generally not
prepared to stay in the clinic outside of clinic hours. Therefore it was necessary to
recruit patients early during the clinic hours so that they would not have to wait beyond
the regular clinic hours. This is why it was necessary to attempt to interview the first
two patient and carer dyads who met inclusion criteria. The first two dyads were
identified using the order of clinic numbers that are issued to patients when they register
for the clinic.

The following inclusion and exclusion criteria were used:
1. Patients should not be experiencing an acute relapse of their mental illness and
not have a cognitive deficit or any other condition (as identified by the treating
psychiatrist) that would interfere with their capacity to give informed consent .
2. Patients should not be currently clinically depressed i.e. meet the ICD-10 (World
Health Organization, 1992) criteria for moderate to severe depression as
diagnosed by the treating psychiatrist.
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3. Patients should have been diagnosed with the mental illness for a minimum
duration of one year
4. Patients should be accompanied by their family carer
5. Patients should give consent to participate in the study voluntarily
The first two criteria were determined by the Consultant Psychiatrist or the Senior
Registrar in Psychiatry (a doctor with more than three years training in psychiatry and
who has passed the membership examination i.e. Doctorate in Psychiatry).

Patients who were currently either moderately or severely depressed (as
classified using ICD-10 criteria) were excluded because a study on 80 psychiatric outpatients conducted in South India showed that stigma scores were positively related to
depressive symptoms where patients with higher depressive symptoms recorded more
stigma (Raguram et al., 1996). Based on these results, it may be speculated that
depression leads to more general negativity and heightened levels of stigma that may
distort findings. Therefore the present study excluded those who had severe depression
or moderate depression in order to prevent this distortion of stigma due to the presence
of severe depression.

The diagnostic groups of patients were not pre-selected. The diagnostic
groupings represent the diagnoses amongst those patients who were interviewed for this
study.

A “carer” was defined as a family member who spends most of the day at home
with the patient. This was confirmed by asking the patient to identify the carer who
spent the most time with them. Carers who were not family members (e.g. live-in hired
help) were excluded from this study. Experience in working in these clinics indicated
that it is the family carers who are the most likely to accompany the person with mental
illness to appointments. On average two carers were interviewed a day. This was done
separately from the interview with the patient and immediately after interviewing the
patient. All interviews were conducted in Sinhalese.

One hundred and eighteen patients and their carers were interviewed. Almost all
the patient and carer dyads who were approached agreed to participate. The three dyads
that refused did so because they had to leave immediately after their consultation and
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could not wait longer due to other commitments. The recruitment and interviews were
conducted from April 2008 to September 2008. Further details of the study population
are provided in the results section.

3. 3 Procedures
Before the commencement of the study, the psychiatrists and the senior
registrars in the out-patient clinics were briefed by the Principal Investigator regarding
the study and the inclusion criteria since these doctors were involved in identifying
suitable patients for this study. Data collection commenced after obtaining ethical
clearance from the Ethical Review Committees of the University of Wollongong,
Faculty of Medicine of the University of Colombo and the National Hospital of Sri
Lanka (see Appendices 1, 2 and 3).

Prior to commencement of the main data collection, a pilot study was conducted
at the National Hospital Clinic with four patient-carer dyads. The interviews were
audiotaped (after obtaining written consent from participants) to enable the tapes to be
reviewed for clarity. The information sheet and consent form used for the pilot study are
provided in Appendices 7 and 8. Based on the responses of participants of the pilot
study, the questionnaire was judged to be easily understood and only minor
amendments to the wording of a few questions were made. Therefore, no major changes
apart from a few minor grammatical amendments were made to the questionnaire since
the patients and carers were able to comprehend all the questions.

Data collection from patients and their carers occurred when they attended their
psychiatric out-patient clinic appointments. Structured interviews were used for this
purpose. This involved the oral administration of a standard questionnaire that was read
verbatim to each participant. This method was adopted because self-report proved
unsuccessful during pre-testing and respondents were unwilling to complete the entire
questionnaire. All interviews were conducted by the Principal Investigator and a
Research Assistant who was a junior doctor. The Research Assistant was trained in how
to introduce the study to patients and carers, and how to explain the nature of the study
to them and advise them that participation in the study was voluntary. The Research
Assistant was also trained in administering the questionnaire in the same way as the
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Principal Investigator. These measures ensured that the data collected by the Research
Assistant was equivalent to that collected by the Principal Investigator. On the outpatient clinic day, the first two patients (along with their carers) who fulfilled the above
criteria were invited to participate in the study by the Consultant Psychiatrist or the
Senior Registrar. If they expressed an interest to participate, they were interviewed by
the Principal Investigator or the Research Assistant. If they refused to participate, the
next patient who fulfilled the inclusion criteria was approached.

Therefore, each day the first two patients with caregivers who met the inclusion
criteria were interviewed. The patient and the carer were interviewed separately to
decrease the probability of contamination or influence of their responses between the
respondents.

3. 3. 1 Consent
If a participant who fulfilled the inclusion criteria expressed an interest in
participating, the Principal Investigator or the Research Assistant explained the nature
and purpose of the study to them and gave them the information sheet to read
(Appendix 9). Their questions regarding the study were answered. If the participant
agreed to participate, they were given a consent form to read and sign (Appendix 10).
The structured interview began only after these procedures for obtaining written
informed consent from patients and their carers were completed.

3. 4 Measures
A critical consideration in measure selection was finding a balance between
considerations of reliability, validity, potential for comparison with other samples from
prior research, the need for brevity, and comprehensibility of the items in the Sri Lankan
context. The questionnaires selected for patients and carers were translated into the
Sinhalese language by a bilingual translator. They were translated back into English by
another translator to check for loss of meaning in the interpretation process. This
procedure confirmed that there was no loss of meaning in the translation process.
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The patient’s questionnaire began with demographic data such as age, sex,
education level, and employment status. This was followed by measures of public
stigma (discrimination and disclosure) and self stigma and coping strategies. The
patient’s diagnosis according to the ICD-10 classification was determined from their
medical records.

The carers’ questionnaire began with demographic data such as age, sex,
relationship to patient, education level and employment status. The next section
consisted of measures of public stigma including discrimination and disclosure and
coping strategies. Carers’ perceptions of the discrimination faced by the patient were
also assessed.

3. 4. 1 Measures of Stigma in Patients
Public stigma and self stigma were measured in the patients’ questionnaire.
Public stigma was made up of the Discrimination and Disclosure subscales from a
questionnaire developed by King et al. (2007).
3. 4. 1. 1 Measurement of Public Stigma of Patients

Discrimination experiences and disclosure were measured using the subscales
from the Stigma Scale (King et al., 2007). The Stigma Scale is a 28-item self report
questionnaire developed in the U.K. The questions were developed from the detailed,
qualitative accounts of 46 mental health service users recruited in a study by Dinos et al.
(2004). Each item was rated on a 5-point Likert scale (4 = strongly agree, 3 = agree, 2 =
neither agree nor disagree, 1 = disagree, 0 = strongly disagree). Example items from the
two subscales are provided below. A factor analysis of responses from 163 out-patient
service users in the U.K. revealed three factors labeled discrimination, disclosure and
positive aspects of mental illness. The test-retest reliability was good with kappa
statistics which ranged from 0.41 to 0.71. The internal consistency of this scale was
satisfactory with a Cronbach’s  of 0.87 reported (King et al.).

For the present study, the 12 items comprising the Discrimination subscale were
included. These assessed discrimination in education, by employers, police and health
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care workers (e.g. “I have been discriminated by employers because of my mental
health problem”, “People have insulted me because of my mental health problems”).
The Cronbach’s  for this subscale in the sample of out-patients in the U.K. reported by
King et al. (2007) was 0.87. These questions are included in Appendix 4 (Patients’
Questionnaire) as items 11-22.

The Disclosure subscale includes 11 items covering worry about disclosure,
feeling embarrassed about disclosure, and attempts at concealment of mental health
problems. Examples of items are “I worry about telling people that I take medicines for
mental health problems” and “I feel the need to hide my mental health problems from
my friends”. The Cronbach’s  for this subscale in the sample reported by King et al.
was 0.85. These questions are included in Appendix 4 (Patients’ Questionnaire) as
items 23-33.

In addition, a statement on disclosure and marriage was added, given this is
particularly relevant to Asian countries (Thara & Srinivasan, 2000). This question was,
“I feel stigma of mental illness has spoiled my chances of getting married”. This
question was administered to all patients and carers. The third subscale from King et al.
(2007) on positive aspects of mental illness was not used for this study. It was excluded
to reduce the assessment time.

For both the discrimination and disclosure subscales, all items are summed and
then divided by the number of items in the scale to give a mean score.

3. 4. 1. 2 Measurement of Self-stigma of Patients

Self stigma was measured using the Internalised Stigma of Mental Illness Scale
ISMI (Ritsher et al., 2003). The ISMI measures the subjective experience of stigma
including alienation, stereotype endorsement, perceived discrimination, social
withdrawal and stigma resistance. In a study involving 127 mental health out-patients in
the U.S.A., it had high internal consistency (Cronbach’s  = 0.90) and test-retest
reliability (e.g., r = 0.92) (Ritsher et al.). The high Cronbach’s  value suggests some
item redundancy in the 29-item scale. Given this and the need for brevity, for the
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present study 10 items were selected from the original scale (Ritsher, et al) to capture
self stigma. These 10 items were selected across factors based on the following
criteria 1.
1. Items had to have a factor loading of more than 0.5
2. This must be the highest loading across factors (i.e., must not load higher on
another factor)
3. Items were grouped in the factor “a priori” by Ritsher et al. In other words, the
authors indicated that this item should, in theory, load on this factor before the
results of the factor analysis were known. This criterion was used also as an
indicator of face validity.
Examples of selected items were: “I don’t socialize as much as I used to do because my
mental illness may make me look or behave weird” (social withdrawal), “I am
disappointed in myself for having a mental illness” (alienation), and “Others think I
cannot achieve much in life because I have a mental illness” (discrimination
experience). Items are rated on a 4-point Likert scale: 4 = strongly agree, 3 = agree, 2 =
disagree and 1 = strongly disagree. Individual item scores are summed and then a mean
score was calculated for the self stigma scale. These questions are included in Appendix
4 (Patients’ Questionnaire) as items 35-44.

3. 4. 2 Measures of Stigma in Carers

The Carers’ questionnaire was designed to provide parallel data to the Patients’
questionnaire to allow comparisons about public stigma.

3. 4. 2. 1 Measurement of Public Stigma of Carers

Carers’ perceptions of public stigma were measured using a slightly modified
form of the Stigma Scale (King et al., 2007) administered to patients. This involved
changing the wording so that the carer could rate their perception of the patient’s
experience of stigma (e.g. “My relative has been discriminated against in education
because of their mental health problem”). These items are included in Appendix 5
(Carers’ Questionnaire) as numbers 8-19. This carer’s perception of their relative’s
1

Factor loadings derived from Ritsher et al (2003, Table 9 p. 46)
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experience of discrimination was followed by the measurement of the discrimination
experienced directly by the carer using the same questions, but reworded into first
person form (e.g., “I have been discriminated against in education because of their
mental health problem”). These questions are included in Appendix 5 (Carers’
Questionnaire) as items 20-31.

The Disclosure subscale of the Stigma Scale assessed the carer’s feelings about
disclosure of their relative’s mental illness. This included items about feeling
embarrassed about disclosure and hiding their relative’s mental health problems.
Examples of items are “I worry about telling people that my relative takes medicines for
mental health problems” and “I feel the need to hide my relative’s mental health
problems from our friends”. The questions are included in Appendix 5 (Carers’
Questionnaire) as items 32-43. Apart from this subscale, a question (similar to that in
the patient’s questionnaire on disclosure and marriage was included (item 44). The
scale used to measure the public stigma of carers (The Stigma Scale) was used by King
et al. (2007) only on patients and therefore there is no prior data on the psychometric
properties of this measure among carers.
3. 4. 2. 2 Associated Stigmatising Factors Experienced by Carers

The Stigma by Association Questionnaire (Ostman & Kjellin, 2002) was used to
identify other sources of stigma experienced by carers. This 95-item interviewer
administered questionnaire measures eight dimensions of burden and participation in
care, as well as family attitudes towards mental healthcare in general hospital inpatients. The questionnaire has also been used on relatives of patients in acute
psychiatric wards. The interrater reliability in a group of 162 caregivers of in-patients
with schizophrenia, bipolar disorder and schizophrenia in Sweden was satisfactory
(Cohen's kappa = 0.98 and an absolute correspondence of ratings in 96% of the
questions) (Ostman & Kjellin, 2002). The test-retest reliability concerning burden and
participation in care has been found to be generally satisfactory, measured both as a
percentage of concordance and as Cohen's kappa (Ostman & Hansson, 2000).

The measure has a 9-item subscale that assesses psychological factors related to
stigma and they were included in the current study instrument. All the items in that
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subscale were included in the present study. Questions assess the supportiveness of
psychiatric staff, the effect of the relative’s mental illness on having company of their
own, impairment of the relationship with the patient due to their mental illness, and
mental health problems in the relatives themselves. Each item was rated on a 5-point
Likert scale (4 = strongly agree, 3 = agree, 2 = neither agree or disagree, 1 = disagree
and 0 = strongly disagree). Example items include, “Do you feel the staff of the
psychiatric services are supportive in carrying the burden of being a relative of a person
with severe mental illness?” and “Has your relative’s mental illness led to any mental
health problems of your own?”. These questions are included in Appendix 5 (Carers’
Questionnaire) as items 45-53. The Cronbach’s  value for this scale was 0.65.

3. 4. 3 Measurement of Caregiver Burden
Caregiver burden was measured using the 12-item short version of the Zarit
Burden Interview (Bedard et al., 2001) which is based on the 22-item version (Zarit &
Zarit, 1987). A Likert-type response scale was used to record responses: 0 = never, 1 =
rarely, 2 = sometimes, 3 = quite frequently and 4 = nearly always. This 12-item
questionnaire consists of statements such as “Do you feel that your relative currently
affects your relationship with family members or friends in a negative way?”, “Do you
feel that your social life has suffered because you are caring for your relative?” and “Do
you feel that you have lost control of your life since your relative’s illness?”. The
internal reliability of the Zarit scale as measured by Cronbach’s  was 0.78 and this
compared favourably with the value of 0.88 reported by Bedard et al. (2001). The brief
12-item burden interview predicts depressive symptoms measured 5 years subsequently
(O’Rouke & Tuokko, 2003). These questions are included in Appendix 5 (Carers’
Questionnaire) as items 54-65. The score obtained from all the items in this scale were
summed up to report a total burden score.

3. 4. 4 Measurement of Coping with Stigma
Coping mechanisms were assessed for both patients and carers using an adapted
version of the Coping Orientation Scale (Link et al., 1991; 2002). This scale originally
consisted of three factors; secrecy, selective avoidance / withdrawal and educating
others. In a sample of 164 patients with mental illness the internal consistency
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(Cronbach  coefficients) of these three subscales are reported as 0.71 for secrecy, 0.67
for avoidance-withdrawal, and 0.71 for education (Link et al., 1991). The items include:
hiding the mental illness, avoiding people who may have negative opinions, and efforts
to teach people about mental illness. Each statement is rated on the following four point
Likert scale: 0 = strongly disagree, 1 = disagree, 2 = agree, 3 = strongly agree.

In their 2002 study, Link et al. added items related to challenging mental illness
stigma and distancing as additional coping mechanisms. The coping mechanisms of
secrecy, withdrawal, education, challenging and distancing were assessed in 88 patients
in a psychiatric rehabilitation program. It was found that respondents rarely used
distancing as a coping mechanism (Link et al., 2002, p. 212). As a result, only four
coping mechanisms (secrecy, withdrawal, education and challenging) were included in
the current study. The length of the measure was reduced by taking only three items for
each coping mechanism category. In the secrecy subscale it was necessary to reduce the
items from three to two by omitting the reverse coded item in order to improve the
cronbach’s  value for this subscale. Where possible, items were selected to balance
reference to the respondent (“you”) and a third person (e.g., “close relative”) to allow a
wider sampling of contexts for coping that was relevant to both patients and carers.
Example items are “If you had a close relative who had been treated for a serious mental
illness, you would advise him or her not to tell anyone about it” (secrecy), “If you
thought someone you knew held a negative opinion about psychiatric patients, you
would avoid them” (withdrawal), “After you entered psychiatric treatment you found
yourself educating others what it means to be a psychiatric patient” (education), and
“When someone says something that stigmatises people with mental illness you let
them know you disagree with them” (challenge). These questions are included in
Appendix 4 (Patient’s Questionnaire) as items 45-56 and in Appendix 5 (Carers’
Questionnaire) as items 66-78. Another coping mechanism “I joined a support group”
was added to the questionnaire for patients (item 57) and carers (item 78) due to the
presence of these groups in Sri Lanka. This was a separate question independent of the
coping subscale items mentioned above.
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3. 4. 5 Measurement of Barriers to Help-seeking
The eleven items for barriers to help-seeking were derived from Sawyer et al.
(2000). These barriers were derived from interview data which was then categorized.
Examples include “not knowing where to get help”, “being worried about what other
people would think about seeking help”, “thinking the problem would resolve on its
own” and “thinking that treatment would not help”. Each potential barrier was rated on
a six-point Likert scale: 1 = strongly disagree to 6 = strongly agree. (See Appendix 4,
Patients’ Questionnaire, items 64-74 and in Appendix 5, Carers’ Questionnaire, items
85-95). The group mean score (for patients and carers) was calculated for each
individual barrier item. There are no psychometric properties reported for this scale and
these items are only being used for descriptive purposes.

3. 4. 6 Measurement of Help-seeking Delay
Help-seeking delay was operationalised in two ways: initial help-seeking delay
and recent help-seeking delay. The help-seeking delay items were derived from several
sources to capture the initial delay as well as any delay in seeking treatment during the
last year.
3. 4. 6. 1 Initial help-seeking delay

The initial help-seeking delay was defined as the duration of time between when
the mental illness was first identified (reported commencement of symptoms) to when
help was sought from a doctor practicing Western medicine or indigenous medicine or a
religious healer. The questions were “When did you first realise you had a mental health
problem?” and “When did you first seek help for the mental health problem?”. The
interviewer was able to ask follow up questions to elicit dates. Apart from this delay, the
involvement of traditional healers or religious healers was also recorded. The
utilization of community rehabilitation services by patients was recorded too.

The next question used to measure initial help seeking delay was adapted from
the Contact and Experience Questionnaire (CEQ) used by Wrigley et al. (2005). This
series of yes/no questions assess if the person had ever wanted to or felt the need to seek
help for a mental health issue but did not do so. For our study we used a Likert response
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scale in place of the yes/no responses. This data was collected using patient self report.
The questions were: “When I first realized I had a mental health problem I was reluctant
to seek professional help for my mental health problems” and “When I first realized I
had a mental health problem I delayed seeking professional help”. Each question was
rated on a six-point Likert scale: 1 = strongly disagree to 6 = strongly agree. (See
Appendix 4, Patients’ Questionnaire, items 62 & 63 and in Appendix 5, Carers’
Questionnaire, items 83 & 84).These two items were combined to form a subscale to
assess general perceptions of delay. Its internal reliability reported with Cronbach’s 
was 0.93 for patients and 0.94 for carers.

3. 4. 6. 2 Recent help-seeking delay

Treatment delay due to stigma during the past year was assessed using similar
questions: “During the last year have you avoided seeking mental health services due to
concerns about being identified as a mentally ill patient?” and “During the last year
have you delayed coming for treatment due to concerns about being identified/labeled
as ‘mentally ill?’. These questions were rated on a six-point Likert scale: 1 = strongly
disagree to 6 = strongly agree. (See Appendix 4, Patients’ Questionnaire, items 76 & 77
and in Appendix 5, Carers’ Questionnaire, items 97 & 98). These two questions were
combined into a subscale and its internal reliability using Cronbach’s  was 0.84 for
patients and 0.94 for carers. This subscale score for treatment delay in the last year was
correlated with the current stigma scores of the patients and carers to look at the
influence of stigma score on treatment delay as measured by subscale scores.

3. 5 Data Analysis
Participants were allocated a unique identifier to preserve confidentiality and the
data was analysed in SPSS v.15. Descriptive statistics (frequencies, percentages, means)
were used to provide a general description of levels of stigma experienced by the
patients and their carers. These were provided for both public stigma and self stigma.
This is provided with levels of overall agreement for the highest endorsed items in the
subscales. The mean stigma scores for the disclosure and discrimination subscales were
compared between patients and carers using paired sample t-tests. The patients’
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discrimination and disclosure subscale mean scores were then compared with equivalent
data from the U.K. (King et al., 2007) using independent samples t-tests. Descriptive
analysis of the associated stigmatising factors of carers was conducted. This is followed
by a descriptive comparison of associative stigma data with equivalent Swedish data
(Ostman & Kjellin, 2002).

Descriptive analyses of the coping strategies adopted by Sri Lankan patients and
carers are reported as levels of overall agreement for the highest endorsed items.
Comparison of the utilization of four coping mechanisms by patients and carers are
provided using non parametric tests (Wilcoxon Signed Ranks test) because the variables
were not normally distributed. The hypothesis that secrecy and withdrawal are more
commonly used that education and challenge was tested using a series of non parametric
tests (Friedman’s test and Wilcoxon Signed Ranks test). Statistical tests were conducted
using the mean stigma coping score that was calculated for each coping mechanism;
withdrawal, secrecy, education, and challenging. First the mean value of the withdrawal
subscale was compared with that of the education and challenge subscales separately.
Next the mean value of the secrecy subscale was compared with the mean of the
education and challenge subscales separately. These comparisons were conducted for
both patients and carers data separately.

Barriers to initial help-seeking are reported descriptively. Help-seeking delay
has been described with the mean delay (in months) for initial help-seeking. This is
followed by descriptive data (based on Likert scale responses) on the initial and recent
help-seeking delay. Multiple regression was used to assess the extent that help-seeking
delay was predicted by public stigma and self stigma of patients, and public stigma of
carers. Correlations were calculated between the patient’s disclosure, discrimination and
self stigma subscales and recent help-seeking delay. Correlations were also calculated
between the carer’s disclosure and discrimination subscales and recent help-seeking
delay. Non parametric tests (Spearman’s rho) were used for these correlations.

Carer burden was calculated using the total score from the Zarit burden
interview. The mean score of this scale was then correlated with the public stigma
scores for patients and carers to explore the relationship between stigma and carer
burden using Spearman’s rho correlations.
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Throughout the analysis, the Bonferroni adjustment used is specified in the
relevant sections. With regard to outliers, the three variables that returned high values
for Mahalanobis distance were retained in the regression analysis for reasons that are
described in the results section (see section 4. 6. 1. 3).
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CHAPTER FOUR
RESULTS OF THE PATIENT-CARER SURVEY ON
STIGMA

4. 1 Demographics of Patients and Carers
A total of 118 patients and their carers were interviewed for this study. Just over
half (n = 63, 53.4%) were from the National Hospital Clinics and 46.6% (n = 55) were
from the Institute of Psychiatry (Angoda) Clinics.

Demographic variables for patients and carers are provided in Table 4.1. The
patients’ ages ranged from 18 to 74 with the majority (29.7%) in the 30-39 age group.
In contrast to this, most of the carers were elderly persons with almost one third of them
(30.5%) being over the age of 60 years. The patients resided in the Colombo, Gampaha,
Matara, and Galle districts and a majority (58.5%) were from the Colombo District. A
quarter (24.6%) of the carers were mothers of the identified patient with mental illness,
26.3% were the spouse and 23.7% were the sibling of the patient. The remainder
(25.4%) consisted of the ‘other’ category which included aunts, uncles, nephews and
nieces. Female patients made up a little over half (52.5%) of the sample and almost two
thirds (62.7%) of the carers were female. The distribution of education level of the
patients showed that 47.5% had studied between grades 6-10 and 26.3% between grades
11-12. With regard to the education level of the carers, 57.6% had an education level
between grades 6-10 and 20.3% between grades 11-12. The majority of the carers
(66.1%) and patients (88.1%) were unemployed.

Only one of the 118 patients knew the name of the mental illness they had.
Based on medical record review, the majority (56.8%) had a diagnosis of schizophrenia,
followed by depressive disorder (32.2%) and bipolar affective disorder (11%). The
duration of the illness ranged from 1 to 31 years. A quarter of the population (24.6%)
had the illness for between 1 and 5 years. The illness was present for over 30 years in
5.9%. When looking at the number of hospital admissions in the last three years, 19.5%
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had no admissions and 46.6% had between 1 to 2 admissions. Only 2.5% had 7-10
admissions in the last three years.

Table 4. 1 Demographics of Patients and Carers

Variables

Patients
N=118

Carers
N = 118

N

%

N

%

Age Range
10-19
20-29
30-39
40-49
50-59
60-69
70-79
Above 80

2
11
35
31
26
10
3
0

1.7
9.3
29.7
26.3
22.0
8.5
2.5
0

0
9
14
33
26
27
8
1

0
7.6
11.9
28.0
22.0
22.9
6.8
0.8

Sex
Male
Female

56
62

47.5
52.5

44
74

37.3
62.7

28
56
31
2
1

23.7
47.5
26.3
1.7
0.8

19
68
24
5
2

16.1
57.6
20.3
4.2
1.7

Occupation
Professional
Skilled labourer
Unskilled labourer
Unemployed

1
4
9
104

0.8
3.4
7.6
88.1

4
10
26
78

3.4
8.5
22.0
66.1

Employment
Full-time paid
Part-time paid
Self employed
Student
Unemployed

7
3
4
2
102

5.9
2.5
3.4
1.7
86.4

25
9
6
2
76

21.2
7.6
5.1
1.7
64.4

Level of Education
Grades 1-5
Grades 6-10
Grades 11-12
University degree
Technical/
vocational training
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When the patients were asked to rate their mental health status on a scale of 1
(“Extremely poor mental health”) to 10 (“Extremely good mental health”) the mean
and median scores were 7. Scores of seven or above were reported by 71.2% of the
patients. This indicates that a majority of the patients rated themselves as being in good
mental health in the last month. The carer’s impression of patients’ mental health in last
month on the same scale, gave a mean score of 6.9 and the median score of 7. Of the
carers 70.4% reported that their relative’s mental health status was 7 or above.

4. 2 Stigma Experienced by Patients and Carers
4. 2. 1 Stigma Experienced by Patients
In order to meet the aim of describing the extent of perceived stigma
experienced by patients, the public and self stigma of patients was measured. This was
done by using the discrimination and disclosure subscales from King et al. (2007) to
measure public stigma, and selected items from Ritsher et al. (2003) to measure self
stigma. A higher mean value on the measures reflects higher stigmatization. The
frequency of those responding “Agree” or ‘Strongly agree” were calculated and given as
percentages of respondents who endorsed these items. This descriptive data is presented
as frequencies described in the text. Prior to combining items into subscales and in order
to give a sense of the strength and content of stigma, the frequency that particular items
were endorsed is described. All data are provided in tabular form in Tables A1, A2 and
A3 in Appendix 17. The descriptive data in the following sections will highlight the
extent of stigmatisation faced by patients and specific aspects of their stigmatising
experiences.
4. 2. 1. 1 Discrimination Experienced by Patients

Employers were identified as the commonest source of discrimination with
27.1% endorsing some level of discrimination by employers. Discrimination in
education was experienced by 13.6% of the patients and 2.5% reported that they
experienced discrimination by health professionals. Only one patient reported feeling
discriminated against by the police.
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In terms of the highest reported items on the discrimination subscale, a majority
(87.3 %) of patients reported that having had mental health problems made them feel
that life was unfair and 59.3% reported that they felt alone because of their mental
health problems. Almost 40% were angry with the way people had reacted to their
mental health problems. A third of patients reported concealing their mental health
problems due to other peoples’ reactions.

4. 2. 1. 2 Disclosure of Mental Illness by Patients

With regard to disclosure, the item we added to the King et al. subscale with
reference to marriage was most frequently endorsed. Almost two thirds (65.3%) of
patients believed that their chances of getting married were spoiled due to their mental
illness. For other items relating to disclosure, most patients reported some problems
with disclosure of their mental illness. For example, 61.8% stated that they avoided
telling people about their mental health problems. Half of them were worried about
telling people that they take medicines for their mental health problems and they
endeavoured to hide their mental health problems from their friends.

4. 2. 1. 3 Self Stigma of Patients

The self stigma reported by the patients was high with 85.6% of the patients
endorsing the statement “Having a mental illness had spoiled my life”. Seventy six
percent reported that they felt out of place in the world because they had a mental illness.
Half of the patients stated that they believed that others thought they could not achieve
much in life because they had a mental illness (54.2%), they avoided getting close to
people who do not have a mental illness in order to avoid rejection (52.5%), and they
were disappointed in themselves for having a mental illness (51.7%).
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4. 2. 1. 4 Carer’s Report of Discrimination Experienced by Patients

Carers rated the discrimination subscale from the perspective of how they
thought their family member with a mental illness would have experienced
discrimination. The most frequently endorsed discriminating attitudes were that their
relative felt life was unfair due to having mental health problems (74.5%). This was
followed by feeling alone because of mental health problems (66.1%) and being angry
with the way people have reacted to their mental health problems (43.3%).

4. 2. 1. 5 Comparison of Stigma in Sri Lankan Patients with Other
International Studies

Another strategy for understanding stigma in Sri Lanka is to compare responses
with those available from other countries. The mean score for the discrimination and
disclosure subscales for Sri Lankan patients were compared with that of the U.K. study
conducted by King et al. (2007). This comparison is provided in Table 4.2 along with
the results of the t-tests. The discrimination subscale mean was higher in the U.K.
sample data than in the Sri Lankan sample (p < .001). However, the disclosure subscale
mean was significantly higher in the Sri Lankan sample (p < .001) indicating a greater
reluctance to disclose in the Sri Lankan sample.

Table 4. 2 Comparison of Sri Lankan and British Patients Levels of Stigma (King
et al., 2007)

Discrimination

Sri Lankan data

British data

(N = 118)

(N =162)

t-value

Mean

SD

Mean

SD

22.1

4.5

29.1

9.5

-8.745*

29.1

6.0

24.7

8.0

5.503*

Subscale
Disclosure
Subscale
*p < .001
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When self stigma was compared with a comparable study conducted in U.S.A, it
was observed that the mean score for the self stigma subscale for patients was higher in
the Sri Lankan sample (M = 2.42) than in a comparison U.S.A. study (M = 2.08,
Ritcher et al., 2003). However, the statistical significance between these scores could
not be tested as no standard deviations for individual items were provided in the U.S.A.
study.

4. 2. 2 Stigma Experienced by Carers
The extent of perceived and actual public stigma experienced by carers was
measured using the discrimination and disclosure subscales from King et al. (2007).
Similar to the previous section, the frequency of those responding “Agree” or ‘Strongly
agree” were calculated and combined to give the percentage of respondents who
endorse either response. This descriptive data is given in frequencies with reports of the
highest endorsed items by participants, and details of the frequencies of other items can
be found in Tables A8 and A9 in Appendix 17. This descriptive data will highlight the
extent of stigmatisation faced by carers.

4. 2. 2. 1 Discrimination Experienced by Carers

Forty three percent of the carers stated that they felt life was unfair because they
had a relative with a mental illness. A further 37.3% reported they had trouble from
people because of the relative with mental illness. Almost a quarter (24%) stated that
the reaction of others to their relative’s mental health problems made them conceal their
mental health problems and they had been angry at the way people reacted to their
relative’s mental health problems.

The main source of discrimination reported by the carers was from their
employers, with 11.8% reporting them as a source of discrimination. This data was
obtained from all the carers and not only from those who were employed. Carers had
not been discriminated to a great extent (< 2%) by education providers, health
professionals or by the police.
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4. 2. 2. 2 Disclosure of Mental Illness by Carers

This section provides a description of the frequency with which carers endorsed
different beliefs relating to disclosure of the mental illness. A high proportion of carers
(82.2%) indicated they would have a better chance in life if they did not have to care for
someone with a mental illness. Fifty five percent found it hard to tell people about their
relative’s mental health problems and avoided telling people about these problems.
Furthermore, over half the carers (52.5%) reported that their relative’s mental illness
had spoiled their chances of getting married or affected their current marriage.

In subsequent sections that focus on data from both patients and carers,
subscales were used. The internal reliability of all the subscales used in these analyses
are provided in the next section.

4. 2. 3 Internal Reliability Analyses of the Stigma Subscales
The internal reliability (Cronbach’s ) of the discrimination and disclosure
subscales and self stigma subscale are provided in Table 4.3. Both the discrimination
and disclosure subscales returned Cronbach  values that were lower than those
reported by King et al. (2007) (0.87 and 0.85 respectively). Although the patient’s
discrimination subscale value was lower than the recommended value (< .70), this
subscale was retained because there was no evidence that the low internal reliability was
a result of inaccurate responding. None of the patients were experiencing an acute
episode of their mental illness at the time of data collection and were all able to
understand the items.

Table 4. 3 Internal Reliability (Cronbach’s ) for Stigma Subscales
Stigma Subscale

Patients

Carers

Discrimination subscale

0.57

0.69

Disclosure subscale

0.76

0.75

Self stigma subscale

0.73

-
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4. 2. 4 Associated Stigmatising Factors Experienced by Carers
This section provides descriptive data on the associated stigma of the carers
measured using the “Stigma by Association” questionnaire (Ostman & Kjellin, 2002).
The frequency of carers responding “Sometimes”, “Quite frequently” or ‘Nearly always”
were calculated and combined to give the percentage of participants who endorsed any
of these responses for each item. This descriptive data is given in frequencies with
reports of the highest endorsed items and other notable items by participants. All the
data are provided in Table A10 in Appendix 17.

Just over a quarter (26.3%) of the carers reported that their relative’s mental
illness led to them also experiencing mental health problems. Furthermore, 3.4% of
carers had thought of suicide due to the high carer burden. The mean score for each item
was calculated. A mean score of above 2 indicated frequent positive endorsement of the
item. The anchor for “2” was “Quite Frequently”. The higher mean score indicated high
item endorsement. Only three items returned values that suggested some agreement.
There are: finding the staff of the psychiatric services supportive, feeling supported by
anyone in carrying the burden of being a carer, and the relative’s mental illness leading
to mental health problems in the carer. The distribution of these mean scores for
associated stigma is provided in Table 4.4. The mean score of this scale was 0.74 and
the SD was 0.43. The internal reliability of this scale as measured by Cronbach’s  was
0.65.
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Table 4. 4 Mean Item Scores for the “Stigma by Association” questionnaires for
Carers

Item order

Item

Mean

SD

3.31

1.06

1.99

0.78

1.17

0.97

0.81

1.07

0.65

0.83

0.49

0.86

0.43

0.72

0.19

0.51

0.18

0.50

in scale
1

Do you find the staff of the psychiatric services supportive in
carrying the burden of being a relative of a person with severe
mental illness?

4

Do you feel supported by anyone in carrying the burden of
having a relative with mental illness?

7

Has your relative’s mental illness led to any mental health
problems of your own?

5

Has your relative’s mental illness impaired the relationship
between you and that person?

3

Has your relative’s mental illness affected the possibilities of
your having company of your own?

6

Are there times when you wish that your relative with mental
illness had never been born or that you and the person had
never met?

2

Do you feel inferior to the staff of the psychiatric services in
conversations?

8

Is the burden of the situation of being a relative so heavy that
you have thought of suicide?

9

Are there times when you think that your relative would be
better off dead?

Note: Scores above 1 indicate some level of agreement with the statement and higher
scores denote higher agreement.
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4. 2. 4. 1 Comparison of the ‘Stigma by Association’ Experienced by Sri
Lankan Carers with that in Sweden
This section compares the Sri Lankan data on ‘Stigma by Association’ with
comparative data from Sweden (Ostman & Kjellin, 2002) to provide cross cultural
comparisons of stigma. The percentages of agreement with stigma reported were higher
in the Swedish sample than in the Sri Lankan sample. However, this may have been
influenced by the use of different response formats. In the Swedish sample ‘Yes’ –‘No’
response format was used. For comparison purposes in the present study, Likert
responses were converted into yes/no format to permit comparison. The frequency of
endorsement of either “Sometimes’, ‘Quite frequently’ or ‘Nearly always’ was taken as
an affirmative endorsement. This comparison is provided in Table 4.5. Table 4.5 also
provides the rank order of percentage endorsement. It should be noted that item 1
‘Psychiatric staff are supportive’ and item 7 “relative’s mental illness led to mental
health problems’ were ranked quite differently between the studies. Sri Lankan carers
typically see staff of psychiatric services as supportive while Swedish carers did not
report seeing staff of these services as supportive to the degree endorsed in Sri Lanka.
Further, Swedish carers reported higher endorsement of the patient’s mental illness
causing mental health problems in carers than the Sri Lankan carers

A limitation of this comparison is that the two scales recorded items using
different ratings. The Swedish sample used a “yes/no” response format and the Sri
Lankan sample used a 5-point Likert scale. The ‘Yes’ responses of the Swedish sample
were compared with ‘sometimes, quite frequently and nearly always’ in the Sri Lankan
sample. As a result this comparison should be considered approximate only.
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Table 4. 5 Associated Stigma (percentage agreement) Comparison between Sri
Lanka and Sweden

Item

Shortened item stems

No.
1

Staff of the psychiatric services supportive in carrying

Sri Lanka

Sweden

(N = 118)

(N =162)

%

Rank

%

Rank

91.5

1

24

6

9.3

6

28

4

15.3

4

34

3

83.9

2
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1

22.0

3

25

5

12.7

5

21

7

6.3

7

40

2

3.4

8

10

9

0

9

18

8

the burden of being a carer
2

You feel inferior to the staff of the psychiatric services
in conversations

3

Your relative’s mental illness affected the possibilities
of you having company of your own

4

You feel supported by anyone in carrying the burden of
being a carer

5

Your relative’s mental illness impaired the relationship
between you and that person

6

Wish that your relative had never been born or that you
and the person had never met

7

Relative’s mental illness led to mental health problems
of your own

8

The burden of the situation of being a relative is so
heavy that you have thought of suicide

9

Times when you think your relative would be better off
dead

Note: adjusted to provide meaningful comparisons of ‘Yes’ responses of the Swedish
sample with ‘sometimes, quite frequently and nearly always’ in the Sri Lankan sample.

4. 2. 5 Comparison of Stigma Experienced by Patients and Carers
In order to compare and contrast the stigma experienced by patients and carers,
the mean subscale values for public stigma (discrimination and disclosure subscales)
were compared between patients and carers. Inspection of the distribution indicated that
the mean values were normally distributed and paired sample t-tests were used to
compare differences between patients and carers stigmatising experiences. These values
are provided in Table 4.5. The higher mean score reflects more stigmatising experiences.
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On the whole patients reported experiencing significantly higher levels of stigma on
both the discrimination and disclosure subscales compared to their carers.

Carers also rated the discrimination subscale from the perspective of how they
thought their family member with a mental illness (i.e. the patient) would have
experienced discrimination. The caregiver’s report of the mean of the discrimination
subscale for patients (M = 1.75) was significantly lower than patient’s reports (M =
1.84).

In both the patients and carers, the disclosure subscale means were higher than
the discrimination subscale means suggesting that disclosure was a more prominent
issue with regard to stigma in both these groups.

Table 4. 6 Comparison of Patients and Carers Stigma Experiences

Stigma Subscale

Patients

t-value

Carers

(df=117)

Discrimination sub-scale

Mean

SD

Mean

SD

1.84

0.37

1.41a

0.37

10.86**

1.75b

0.41

3.07*

Disclosure Sub-scale

2.43

0.50

2.28

0.49

3.48*

Self stigma sub-scale

2.42

0.44

-

-

-

Note: *p < 0.05 **p < 0.001,
a

Carers rating of the discrimination they experienced

b

Carers rating of discrimination from the perspective of how they thought the patient

would have experienced discrimination
The t-values provided are for comparisons between patient and carer data. The
t-value 3.07 reflects the comparison of the carers rating of patients discrimination and
the carers discrimination.
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4. 3 Coping with Stigma
The strategies used by patients and carers to cope with the stigma of mental
illness were assessed with the coping subscales adapted from Link et al. (2002). They
consisted of four subscales: secrecy, withdrawal, education and challenge. Higher
subscale scores indicate higher endorsement of the use of that coping mechanism. The
frequency of those responding “Agree” or ‘Strongly agree” were calculated and
combined to give the percentage of respondents who endorsed either response. This
descriptive data is given in frequencies with reports of the highest endorsed items by
participants to give a description of the common coping mechanisms used by patients
and carers.
4. 3. 1 Coping with Stigma in Patients
The most frequently endorsed coping mechanism by patients was withdrawal
with 83% either agreeing or strongly agreeing they would avoid people they knew to
hold negative opinions about persons with mental illness. Secrecy was the next most
commonly endorsed coping mechanism with 59.3% of the patients stating that the best
thing to do was to keep their mental illness a secret. Challenge was the third most
commonly endorsed coping mechanism with over half of the patients endorsing each of
the following: when someone states something stigmatizing the patient lets them know
that they disagree with it (61.0%), patients point out stigmatizing behaviour when it
occurs (58.5%) and confront stigmatizing behaviour rather than ignore it (55.9%).
Education was the least endorsed coping mechanism with only 12.7% taking it upon
themselves to educate others on mental illness.

In addition to the coping mechanisms listed in the questionnaire, an open ended
question was used to elicit other coping mechanisms. Eighteen percent of patients
reported religion as a means of coping.

4. 3. 2 Coping with Stigma in Carers
The coping strategy use endorsed by carers was similar to that reported by
patients. Withdrawal was most frequently endorsed by carers with the majority (77.1%)
stating that they avoid people they knew to hold negative attitudes towards persons with
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mental illness. Half of the carers (54.3%) endorsed secrecy as a coping mechanism and
advised their relative not to tell anyone about their mental illness. Challenging negative
attitudes was also endorsed frequently by the carers with 61% stating they would point
out stigmatizing behaviour when it occurred. Sixty percent reported that they thought it
better to confront stigmatizing behaviour than ignore it. Over half the carers (58.4%)
stated that they let people who make stigmatizing remarks know that they disagree with
them. Similar to the patients, only a minority (20.3%) of the carers endorsed education
as a means of coping with stigma.

In response to the open ended question asking about other coping mechanisms,
23.9% of carer reported religion as a means of coping. They particularly referred to
participation in religious activities as a means of coping with the stress of looking after
their relative with mental illness.

4. 3. 3 Comparison of Coping Strategy Use between Patients and Carers
In order to compare the utilization of coping mechanisms by patients and carers,
mean values were calculated for each coping subscale. The internal reliability
coefficients for these four coping subscales indexed by the Cronbach’s  are provided in
Table 4.7.

The original three items on the secrecy subscale for patients produced a very low
Cronbach  (.17). When the reverse coded item was removed the Cronbach’s 
improved to 0.75. Therefore only two items out of the original three items were
combined to form the secrecy subscale in order to keep the Cronbach’s  value within
an acceptable range (> 0.70). With reference to Table 4.7, the patients’ withdrawal and
education subscale values were less than the desired value (< 0.70). However, these
subscales were retained since removal of items did not improve the Cronbach 
coefficient and there was nothing to suggest that the patients had provided inaccurate
data at the time of data collection.
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Table 4. 7 Internal reliability (Cronbach’s ) for coping subscales

Coping subscales

Number of items

Patients

Carers

Secrecy

2

0.75

0.74

Withdrawal

3

0.64

0.84

Challenge

3

0.95

0.87

Education

3

0.62

0.72

Inspection of the distribution of mean values indicated that they were not
normally distributed so non-parametric Wilcoxon Signed ranks tests were used to
compare differences between patients and carers preferred method of coping with
stigma. These non-parametric results are reported in Table 4.8 along with means and
standard deviations. A Bonferroni adjustment was used (p < .01) to control for the 4
planned comparisons. There were significant differences between all four coping
mechanisms in patients and carers with p < .001 in all four comparisons.

Table 4. 8 Comparison of coping methods between patients and carers

Coping

Patients

Carers

Z

Subscales
Mean

Mean

SD

Rank

Mean

Mean

SD

Rank

Secrecy

1.90

2.59

0.76

1.10

1.51

0.84

-8.470**

Withdrawal

1.98

2.74

0.53

1.02

1.67

0.59

-9.493**

Education

1.94

1.59

0.52

1.06

0.70

0.58

-9.155**

Challenge

1.91

2.36

0.86

1.09

1.39

0.75

-8.398**

Note: **p < .001, 2-tailed

The order of the coping mechanisms for both patients and carers were highest
for withdrawal, followed by secrecy, challenge and education. All four coping
mechanisms were more commonly endorsed by the patients than the carers and all of
these differences were statistically significant (see Table 4.8).
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4. 3. 4 Avoidant Coping Versus Approach Type Coping Strategies
This section tests the hypothesis that secrecy and withdrawal are more
commonly endorsed than education and challenge in Sri Lanka. Non-parametric tests
were used because the data were not normally distributed. The mean score of patients
and carers were calculated for the coping strategies of secrecy, withdrawal, education
and challenge separately. Planned comparisons were conducted between the mean
scores for secrecy and withdrawal compared with those for education and challenge.
This was conducted separately for patients and carers.

A non-parametric Friedman’s ANOVA was run between all coping strategies for
patients and a second was conducted for all coping strategies for carers. Ranks are
reported in Table 4.9. The Friedman’s ANOVA conducted on patient data indicated that
there were significant differences between the four coping mechanisms (X2 = 141.4
(corrected for ties), df = 3, N – Ties = 118, p = .000). Similarly, carers data too revealed
a significant difference between coping mechanisms (X2 = 100.1 (corrected for ties), df
= 3, N – Ties = 118, p = .000).

Table 4. 9 Mean ranks from Friedman’s test for coping mechanisms in patients
and carers

Coping Mechanisms

Patients Mean Rank

Carers Mean Rank

Withdrawal

3.17

3.15

Secrecy

2.70

2.54

Challenge

2.74

2.69

Education

1.39

1.62

Given that differences were detected, a series of post-hoc Wilcoxon signed ranks
tests were conducted to look for significant differences between the hypothesised
coping mechanisms. It was hypothesised that secrecy and withdrawal would be more
commonly endorsed coping mechanisms than education and challenge, The results of
the series of Wilcoxon signed ranks tests conducted between these pairs are provided
for patients in Table 4.10 and for carers in Table 4.11. A Bonferroni adjustment was
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used (p < .006) to control for the 8 planned comparisons. There were significant
differences between all pairs except for between secrecy and challenge for patients, and
secrecy and challenge for carers.

Table 4.10 indicates that the coping mechanism of withdrawal was significantly
more commonly endorsed than both of the coping mechanisms of education and
challenge amongst patients. Secrecy was significantly more endorsed than the coping
mechanism of education in patients. However, secrecy was not more commonly
endorsed than challenge in this group. A similar pattern was seen for carers, secrecy was
significantly more endorsed than education but not challenge (See Table 4.11). These
results confirm the hypothesis that withdrawal is a more common coping response
reported by patients and carers compared to education and challenge. However,
although secrecy was more commonly endorsed than education in both patients and
carers, it was not more commonly endorsed than challenge.

Table 4. 10 Results of Wilcoxon signed ranks test between pairs of mean scores of
coping mechanisms adopted by patients

Z
Asymp. Sig.

Patients

Patients

Secrecy

Withdrawal

Education

Challenge

Education

Challenge

Mean

mean

mean

mean

-7.980a

-.942a

-9.092 a

-4.163a

.000*

.346

.000*

.000*

(2-tailed)
Note: a Based on negative ranks
* p < .006 Bonferroni adjusted
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Table 4. 11 Results of Wilcoxon signed ranks test between pairs of mean scores of
coping mechanisms adopted by carers

Carers

Carers

Secrecy

Withdrawal

Education

Challenge

Education

Challenge

Mean

mean

mean

mean

Z

-6.950

Asymp. Sig.

a

.000*

-.304
.761

a

-8.488
.000*

a

-3.860a
.000*

(2-tailed)
Note: a Based on negative ranks
* p < .006 Bonferroni adjusted

4. 4 Barriers to Help-Seeking
This section provides a predominantly descriptive analysis of the different
barriers identified by patients and carers that influenced their initial help-seeking. The
frequencies of those responding “Somewhat agree”, “Agree” or ‘Strongly agree” were
calculated and combined to give the percentage of respondents who endorsed each
barrier. This descriptive data is given in frequencies with descriptive reports of the
highest endorsed barriers by participants. All the data are provided in Table A5 and A13
in Appendix 17.

4. 4. 1 Barriers to Initial Help-seeking among Patients
The commonest barrier identified by patients was that they did not like the idea
of being labelled mentally ill (77.1%). The next most frequently endorsed item was
being worried what others would think if they went to a mental health worker (66.9%).
Almost two thirds (60.2%) of patients stated they did not know where to get help. Half
of the patients reported thinking they could sort their problems out on their own (50.0%)
and thinking problems would resolve over time (50.0%). Table 4.12 provides the mean
scores indicating the level of agreement with each of the barriers to help-seeking
questionnaire items.
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4. 4. 2 Barriers to Initial Help-seeking among Carers
The most frequently endorsed barrier to seeking help was the fact that the carer
did not want their relative labelled as being “mentally ill” (72% of carers). A further
60.2% reported they were worried about what other people would think if they went to a
mental health worker regarding their relative’s illness. Not knowing where to get help
was given as a reason by 44.1% of the carers. Additionally, this sample reported that a
lack of assistance from health professionals was not perceived as a barrier. Table 4.12
provides the mean scores indicating the level of agreement with each of the barriers to
help-seeking questionnaire items.

Another barrier obtained in response to an open ended question were that the
patient refused to go to a mental health service due to the belief that they did not have a
mental health problem. This was reported as a barrier by 13.7% of carers.
4. 4. 3 Comparison of Patients’ and Carers’ Perceived Barriers
In order to provide a descriptive comparison of the barriers to first help- seeking,
a mean score was calculated for each of the barrier items for patients and carers. A
mean score of more than 3 indicated some degree of agreement that the item was
considered a barrier with higher scores reflecting greater agreement that the item was a
barrier. Table 4.12 provides a summary of these barriers. The most frequently endorsed
barrier by both groups was, “I did not like the idea of being labelled mentally ill”. The
next most common barriers reported by patients and carers were that they were worried
by what other people would think if they went to a mental health worker and not
knowing where to get help.

A descriptive analysis of the reasons for non attendance at rehabilitation services
was also explored. Patients were asked “Have you been offered community services and
not utilized them?” In response to this question, 40.7% had been invited to attend
community services (rehabilitation) but had not attended. The reason for non attendance
was elicited from patients using an open ended question and responses to this question
were categorised. Stigma was the reason given for non-attendance by 29.2%. Financial
constraints (64.6%) and long distances to travel to the service (6.2%) were the other
reasons given by patients for not attending these services. Financial constraints included

80

the costs of travel to the community centre and loss of income for the carer when
accompanying the patient to these services.
With regard to continuity of treatment, 43.2% of patients admitted to having
stopped coming for follow-up clinics visits (and stopping their prescribed medication).
The commonest reasons for this were symptom improvement (39.2%) and the belief
that they had recovered (37.2%).

Table 4. 12 Comparison of Barriers to Help-seeking as Reported by Patients and
Carers

Barriers to care

Patient
Mean

SD

Carer
Mean

SD

I did not know where to get help

3.51

1.52

3.08

1.27

Health professionals I contacted could not assist

1.93

0.90

1.75

0.63

3.59

1.19

3.40

1.06

I thought I could solve my problems on my own

3.19

1.38

2.43

1.05

I thought help was too expensive

2.61

1.27

2.58

1.26

I thought treatment would not help

2.63

1.09

2.30

0.94

I thought the wait to get professional help was

1.95

0.80

2.24

1.09

I thought the problem would resolve over time

3.23

1.44

2.58

1.16

I thought services were too far away

2.69

1.37

2.64

1.34

I did not like the idea of being labelled

4.14

1.12

4.12

1.21

3.14

1.23

2.81

1.12

me to find help
I was worried about what other people would
think if I went to a mental health worker

too long

“mentally ill”
I thought seeking professional help for mental
health problems would mean that I was
admitting that I am a weak person
Note: mean values above 3 indicate some degree of agreement that the item was a
barrier (i.e., “Somewhat agree”, “Agree” or “Strongly agree”). 1 = strongly disagree, 2
= disagree, 3 = somewhat disagree, 4 = somewhat agree, 5 = agree and 6 = strongly
agree.
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4. 5 Help-Seeking Delay for Mental Health Problems
4. 5. 1 Initial Help-seeking Delay in Patients
Initial help-seeking delay was defined as the time taken from reported
commencement of symptoms to first contact with a professional helper and was
measured in months. The mean initial help-seeking delay as reported by patients at the
onset of the illness was 3 months. Initial sources of help were mostly doctors practicing
Western medicine (83%), followed by Ayurveda/ Indigenous healers (13.6%) and
religious healers (3.4%).

Reasons for the help-seeking delay were measured with the items: “When I first
realized my relative had a mental health problem I was reluctant to seek professional
help for the mental health problems” and “When I first realized my relative had a
mental health problem I delayed seeking professional help”. The response to these
questions were recorded on a Likert-type scale, the frequency of those responding
“Somewhat agree”, “Agree” or ‘Strongly agree” were calculated and combined to give
the percentage of respondents who endorsed the help-seeking delay items. The patients
reported that when they first realised they had a mental health problem and sought help,
almost two thirds (61%) were reluctant to seek professional help and half (52.5%) had
delayed seeking professional help.

4. 5. 2 Recent Help-seeking Delay in Patients
Help-seeking delay during the last year was assessed with the questions:
“During the last year have you avoided seeking mental health services due to concerns
about being identified as a mentally ill patient?” and “During the last year have you
delayed coming for treatment due to concerns about being identified/ labelled as
mentally ill?”. The responses to these questions were recorded on a Likert-type scale.
The frequency of those responding “Somewhat agree”, “Agree” or ‘Strongly agree”
were calculated and combined to give the percentage of respondents who agreed to
some extent. Twenty four percent of the patients had been reluctant to seek professional
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help in the past year and 18.6% had delayed seeking professional help for their mental
illness due to concerns about being identified as a patient with mental illness.

4. 5. 3 Initial Help-seeking Delay in Carers
This section provides descriptive data on help-seeking delay reported by carers.
The frequency of those responding “Somewhat agree”, “Agree” or ‘Strongly agree”
were calculated and combined to give the percentage of carers who agreed to some
extent with the help-seeking delay items. The carers reported that when they first
realised their family member had a mental health problem, 42.4% were reluctant to seek
professional help and 37.3% had delayed seeking professional help.

4. 5. 4 Recent Help-seeking Delay in Carers
With respect to recent help-seeking (during the last year), 18.6% of the carers
reported that they were reluctant to seek professional help due to stigma. During the
past year, 11.9% of carers had delayed seeking professional help for their family
member with mental illness due to concerns related to stigma.

4. 5. 5 Comparison of Help-seeking Delay in Patients and Carers
This section will compare the help-seeking delay reported by patients and carers.
The mean score for each subscale on treatment delay (initial delay and delay in last year)
were calculated for patients and carers using the two questions with Likert scales given
above. A treatment delay subscale score more than 3 indicated some degree of delay
was present on average. A higher mean score reflected greater delays in help-seeking.
The internal consistency values for these subscales for initial help seeking delay are
0.84 for patients and 0.94 for carers. With regard to recent help seeking delay, the
Cronbach’s  is 0.93 for patients and 0.94 for carers. Therefore both subscales had good
internal reliability. The subscale values for patients and carers are provided in Table
4.13. The help-seeking delay subscales were not normally distributed in patients or
carers. The recent help-seeking delay (during the past year) that was influenced by
stigma was greater than the initial help seeking delay (at the onset of the illness) as
reported by both patients and carers.
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Table 4. 13 Comparison of help-seeking delay as reported by patients and carers

Help-seeking Delay Subscale

Patients

Carers

Mean

SD

Mean

SD

Initial treatment delay

2.59

1.18

2.29

1.18

Recent treatment delay (past

3.50

1.32

3.01*

1.55

year)
Note: Higher values denote greater help-seeking delays
* p < .001

The differences between the patients and carers reported recent help-seeking delays
were small in magnitude with a small effect size (Cohen’s d = 0.25). This difference
was significant p < .001.

4. 6 Relationship of Help-Seeking Delay with Stigma

This section addresses the hypothesis that greater stigma is associated with a
longer help-seeking delay. The focus of this section is on perceived delay over the last
year. This was indexed by the response to the two questions: “During the last year have
you avoided seeking mental health services due to concerns about your relative being
identified as a mentally ill patient” and “During the last year your relative delayed
coming for treatment due to concerns about being identified/labelled as mentally ill?”.
Inspection of the variable distributions indicated that the help-seeking delay scales were
not normally distributed and non-parametric tests (Spearman’s rho) were used to
correlate recent help-seeking delay with stigma. Help-seeking delay was correlated with
public stigma of patients and carers, and self stigma of patients. The public stigma mean
was calculated by using the mean score for the discrimination and disclosure subscales.
Table 4.14 provides the correlations between stigma and recent help-seeking delay in
patients and carers.

There was a positive correlation between recent help-seeking delay and public
stigma of carers (rs = .22, p < .05, two-tailed, N = 118), but there was no significant
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correlation between public stigma of patients and recent help-seeking delay, and
between self stigma of patients and help-seeking delay.

Table 4. 14 Correlations Between Stigma and Help-seeking Delay

Variable

1

2

3

4

5

-

.04

.00

.00

.07

-

.31**

.12

.41**

-

.13

.45**

-

.22*

Patients
1. Recent help-seeking delay (past
year)
2. Public stigma

3. Self stigma

Carers
4. Recent help-seeking delay (past
year)
5. Public stigma

-

Note: N = 118
* Correlation significant at the 0.05 level (2-tailed).
** Correlation significant at the 0.01 level (2-tailed).

4. 6. 1 Predicting Variation in Help-seeking Delay Explained by Stigma

In order to assess the proportion of variation in help-seeking delay that is
explained by discrimination and disclosure (public stigma) multiple regression analyses
were performed for patients and carers separately. Prior to interpreting the results of the
multiple regression analysis, several assumptions were evaluated. First inspection of the
normal probability plot of standardized residuals as well as the scatterplot of
standardized residuals against standardized predicted values indicated that the
assumptions of normality, linearity, and homoscedasticity of residuals were met. Second,
inspection of Mahalanobis distance indicated that multivariate outliers were of concern
for the carers data. This is addressed and explained with the regression models in the
section on ‘Quadratic models of carer stigma and help-seeking delay’ in section 4.6.1.3.
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4. 6. 1. 1 Predicting Variation in Help-seeking Delay Explained by
Patients’ Stigma

This section will describe the variation in help-seeking delay explained by
public stigma. When the multiple regression analysis was conducted, discrimination,
disclosure and self stigma subscales accounted for a non significant 5% of the
variability in help-seeking delay as reported by patients, R2 = 0.05, adjusted R2 = 0.03, F
(2, 117) = 2.11, p = 0.103. Unstandardized (B) and standardized () regression
coefficients, and squared semi- partial (or ‘part’) correlations (sr2) for each predictor in
the regression model are reported in Table 4.15. Since the p value was not less than 0.05,
there is no further elaboration of this linear regression model.

Table 4. 15 Unstandardized (B) and standardized () regression coefficients, and
squared semi- partial (or ‘part’) correlations (sr2) for each predictor in the
regression model predicting help-seeking delay with stigma of patients.

B



Sr2

Discrimination subscale

0.274

0.087

0.007

Disclosure subscale

0.296

0.126

0.013

Self stigma subscale

0.252

0.094

0.008

Variable

Note: p = .103

4. 6. 1. 2 Predicting Variation in Help-seeking Delay Explained by Carers’
Stigma

When the linear multiple regression analysis was conducted for carers, it was
found that discrimination and disclosure subscales accounted for a significant 20% of
the variability in help-seeking delay as reported by carers, R2 = 0.20, adjusted R2 = 0.18,
F(2,117) = 14.25, p = 000. Unstandardized (B) and standardized () regression
coefficients, and squared semi- partial (or ‘part’) correlations (sr2) for each predictor in
the regression model are reported in Table 4.16.
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Table 4. 16 Unstandardized (B) and standardized () regression coefficients, and
squared semi- partial (or ‘part’) correlations (sr2) for each predictor in the
regression model predicting help-seeking delay with stigma of carers.

B



Sr2

Discrimination subscale

0.448

0.142

0.022

Disclosure subscale

0.912*

0.381

0.141

Variable

Note: *p < .001

The above regression model was further improved by adding the square of the
variables (Disclosure2 and Discrimination2) and their cross-products (Discrimination x
Disclosure) in a quadratic model.

4. 6. 1. 3 Quadratic Model of Carers’ Stigma and Help-seeking Delay

It was found that a quadratic model explaining help-seeking delay by carers in
terms of the discrimination and disclosure scales provided the model with the highest
value of adjusted R-squared, namely 0.251. If discrimination is represented by x and
disclosure by z. The model was
Delay = 5.524 -2.695*z - 1.833*x + 0.662*z2 + 0.666*x2 + 0.145*z*x
Table 4.17 provides the estimates of the parameters of this model

Table 4. 17 Parameter Estimates for Quadratic Model - Dependent Variable:
Help-seeking Delay of Carers
Parameter

B

T

Sig.

Intercept

5.524

2.882

.005

1.726

9.322

Disclosure (z)

-2.695

-1.746

.084

-5.754

.364

Disclosure2 (z2)

.662

2.183

.031

.061

1.264

-1.833

-1.415

.160

-4.401

.734

Discrimination2 (x2)

.666

1.482

.141

-.224

1.557

Discrimination *

.145

.299

.765

-.814

1.104

Discrimination (x)

Disclosure (xz)

95% Confidence Interval
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While the p-values associated with the coefficients of the three terms involving
discrimination (x, x2, xz) suggest that these terms can be omitted from the model, a
model in which just disclosure (z) and disclosure2 (z2) were the explanatory variables
gave a lower adjusted R-squared value of 0.214. Also the old model was significantly
better for reasons discussed below. Consequently it was decided to retain the terms
involving discrimination as they provide a model that better fits the data. The
explanation for the significance of the difference between these two models is given
below.
The quadratic model whose terms are the intercept x, z, x2, z2 and xz has an
Error SS of 117.015, with 112 degrees of freedom. If we omit the terms in x, x2 and xz
(i.e., those terms involving discrimination), this simpler model just has the terms
constant, z and z2. The simpler model has an Error SS of 126.037, with 115 degrees of
freedom. So the change in Error SS is a reduction of (126.037 - 117.015 = 9.022), with
3 degrees of freedom. Table 4.18 is the ANOVA table that shows this change between
models.

Table 4. 18 ANOVA Table Comparing the Two Regression Models x, z, x2, z2, xz
and z, z2

Source of variation

d.f.

SS

MS

F

Simpler model

2

37.167

Reduction in Error SS

3

9.022

3.007

2.878

New Error

112

126.037

1.045

Corrected Total

117

163.203

The F-value of 2.878 has an associated p-value of .0393. As this is less than
0.05, it suggests that the model (involving constant, x, z, x2, z2 and xz) is statistically
significantly better than the simpler one (involving only constant, z and z2). Therefore
this change is justified in terms of the p-value and the “old model” with all five
constants provides the best prediction of help seeking delay.
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The carer data set had three points with high values for the Mahalanobis distance
(indicating they were multivariate outliers). When these three points were removed the
model changed and therefore the model was altered by these multivariate outliers.
However, the new model still retained the feature of high predicted delays when
disclosure or discrimination increased (i.e. the predictive power of the model remained
the same). The new model with outliers removed, predicted negative values for helpseeking delay in certain areas. In addition, there was no evidence to suggest that the raw
data displayed any non-statistical reasons to omit data. In view of all this, the former
model with the full data set (with multivariate outliers included) was retained.

4. 6. 2 Contour Plot for Stigma and Help-seeking Delay in Carers
The above quadratic model was converted into a contour plot to further describe
the relationship between stigma and help-seeking delay in carers. The contour plot gives
the surface that is obtained when the responses for the two subscales (discrimination
and disclosure) for carers are used to predict the help-seeking delay (See Figure 4.1).
This model is known as the Response Surface Model (Box & Wilson, 1951; Box, Huner
& Hunter, 2005).

The shape of the contour is like a cup or basin. This indicates that as
discrimination and disclosure both increase, the help-seeking delay increases. As
disclosure and discrimination increase the increment of the increase in help-seeking
delay gets larger (i.e. the contour plot lines get closer). This contour plot supports the
hypothesis that, as public stigma increases, help-seeking delay increases in carers.
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Figure 4. 1 Contour Plot Depicting the Relationship Between Stigma and Helpseeking Delay
The score for the discrimination and disclosure subscales for carers are given as Likert
scale scores (4 = strongly agree, 3 = agree, 2 = neither agree nor disagree, 1 =
disagree, 0 = strongly disagree) that represent the X and Y axes respectively. A higher
score denotes greater stigma.
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4. 7 Carer Burden and Stigma
4. 7. 1 Carer Burden
This section provides descriptive data on carer burden. Carer burden was
measured with the Zarit Burden interview. The frequency of those responding
“Sometimes”, “Quite frequently” or ‘Nearly always” were calculated and combined to
give the percentage of respondents who endorsed each burden item. This descriptive
data is given in frequencies with reports of the highest endorsed items by participants.
All the data are provided in Table A11 in Appendix 17.

The most frequently endorsed burden item reported by 72.9% of the carers was
that they felt stressed as a result of caring for their relative and trying to meet other
work and family responsibilities. Further, 62.7% stated that because of the time they
spent with their relative with mental illness, they did not have enough time for
themselves. Additionally, 55.9% felt they should be doing more for their relative.

The mean score for each item in the Zarit burden interview was 1.26. The mean
of the total score for this scale was 15.14 (SD = 7.11). The minimum value was 0 and
the maximum value was 42. A cut off point of 17 or more has been used to indicate high
burden (Bedard et al., 2001) and using this criterion, 33.1% of the carers in the present
study were found to have high carer burden.

4. 7. 2 Relationship of Carer Burden with Stigma
This section tests the hypothesis that higher stigma will be associated with
higher carer burden. In order to do this, carer burden was measured using the Zarit
Carer Burden scale. Inspection of the distribution indicated that this carer burden scale
was not normally distributed and therefore non-parametric Spearman’s rho correlations
were conducted. The public stigma mean score was calculated by combining the mean
score for the discrimination and disclosure subscales. There was a positive correlation
between carer burden and public stigma of patients, rs = .26, p < .01, two-tailed, N =
118. Similarly, there was a positive correlation between carer burden and public stigma
of carers, rs = .20, p < .05, two-tailed, N = 118.
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4. 8 Summary
This chapter has shown that stigma is a pertinent factor for both patients and
carers in Sri Lanka. The study highlighted that patients experienced both public and self
stigma. Disclosure of mental illness was an important issue with over half the patients
avoiding telling others about their mental illness and worrying about telling others they
take medication for mental health problems. Two thirds of patients reported that their
chances of getting married were spoiled due to mental illness. Patients experienced
more public stigma than their carers. Withdrawal was the most commonly endorsed
stigma coping mechanism in patients and carers followed by secrecy, challenge and
education. Furthermore, secrecy and withdrawal were more commonly endorsed than
education. In both groups the most frequently endorsed barrier to seeking health care
was to avoid being labelled as having a mental illness. The public stigma of carers was
significantly related to help-seeking delay. Furthermore, in carers, public stigma
predicted 20% of the variability in help-seeking delay. Although only 33% of the carers
reported high carer burden, the public stigma of patients and carers was significantly
related to carer burden.

The next chapter will discuss these findings and their implications for service
development and future research. It includes recommendations for reducing this stigma
experienced by patients and carers.
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CHAPTER FIVE
DISCUSSION ON PATIENT CARER SURVEY ON
STIGMA
The extent of stigma experienced by Sri Lankan patients and their carers has not
been quantified previously. This study provides evidence that stigma is experienced by
patients and carers in Sri Lanka. Data were collected from patient and carer dyads
attending out-patient psychiatric facilities housed in a tertiary referral university
affiliated state general hospital and a state mental hospital.

5. 1 Participants
The mean age of the patients was almost 44 years and the mean age of carers
was 51 years. Almost one third of the carers were over the age of 60 years. Most
patients had a diagnosis of schizophrenia (56.8%), followed by depression (32.2%) or
bipolar disorder (11%). Despite excluding patients with symptoms of severe depression
from our study, there was a large proportion (43.2%) of the study population who had a
diagnosis of depressive disorder or bipolar disorder. A majority of the carers (62.7%)
were female and this is in keeping with previous studies (De Silva & De Silva, 2001;
Wahl & Harman, 1989) where female carers bear the brunt of the burden of caring. A
majority of the carers and patients were unemployed. In Sri Lanka there is no financial
assistance available to these persons in the form of disability payments funded by the
government. Therefore these people have no access to financial assistance. The
participants in the study are likely to provide a reasonable representation of the wider
group of patients seeking treatment from public sector mental health services in Sri
Lanka because the tertiary referral hospital is the referral point for patients from all over
the country.

5. 2 Stigma Experienced by Patients and Carers
5. 2. 1 Stigma Experienced by Patients
When looking at public stigma experienced by patients in reference to sources of
discrimination, employers (27%) were the most common source of discrimination,
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followed by education providers (14%), health professionals (2%) and police (1%). This
high perception of discrimination by employers may have been related to the high
unemployment rate seen among the patients (86%). However, the mean score for the
employers who discriminated against patients (M = 1.42) was lower than that reported
by a study conducted in the U.K. (M = 2.08) using the same instrument (King et al.,
2007). Furthermore, when the scores for the whole discrimination subscale were
compared with the U.K. sample, discrimination was more of a problem in the U.K. (M =
29.1) than in Sri Lanka (M = 22.1) and this difference in scores was statistically
significant (see Table 4. 2). This shows that although the Sri Lankan sample felt
discriminated against, this was relatively less frequent than reported by patients with
mental illness in the U.K. A possible reason for this may be that the U.K. patients
included in King et al.’s study were currently attending mental health user groups and
this may have heightened their awareness of discriminatory experiences.

When the scores for the whole disclosure subscale were compared with the U.K.
sample of King et al. (2007), disclosure was more of a problem in Sri Lanka (M = 29.1)
than the U.K. (M = 24.7). Disclosure of mental illness was an important issue for Sri
Lankan patients as reflected by the fact that almost two thirds (65%) agreed that their
chances of getting married were spoiled due to their mental illness. This finding is
consistent with a study conducted in Calcutta where 55% of carers reported that the
prospects of marriage of family members would be affected (Thara & Srinivasan, 2000).
These results highlight how mental illness stigma affects marriage prospects in Asian
countries and this fact may contribute to more efforts to hide mental illness as discussed
below. The reason for mental illness stigma having such a profound effect on marriage
prospects needs to be studied. It may be due to concerns of children inheriting the
mental illness or of inability of a person with mental illness to function as an effective
parent. A study conducted in India showed that despite high mental illness stigma
regarding marriage, the marriage outcomes in Indian patients were better than their
counterparts in developed nations (Hopper, Wanderling & Narayanan, 2007). They
found that worries about marriage were a poor guide to actual marriage success. The
authors state that this is because childlessness is more stigmatised in Indian society than
mental illness and every effort is made to get married and bear children despite the
presence of a mental illness. Anecdotal evidence suggests childlessness is not a highly
stigmatised condition in Sri Lanka. Therefore it may be expected that mental illness
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stigma could have a more negative impact on marriage in Sri Lanka than present in
India. However, this impact of mental illness stigma on marriage needs to be studied in
future research given that a majority of participants expressed concerns about stigma
affecting their marriage prospects.
Disclosure of mental illness was more of a concern than actual discrimination
for the patients. This is highlighted by the fact that the mean scores for the disclosure
subscale were higher than those reported for the discrimination subscale. Sixty two
percent of Sri Lankan patients stated that they avoided telling people about their mental
health problems. Half of them were worried about telling people that they take
medicines for their mental health problems. Furthermore, one third felt embarrassed
about their mental health problems. All this indicates that worries about disclosing one
has a mental illness were a major component of the stigma experience. Thus, Sri Lankan
patients and carers may resort to secrecy about the mental illness in an effort to cope
with the stigma associated with it.

Self stigma was also a concern for patients in Sri Lanka. For example, one half
of the patients stated that they believed that others thought they could not achieve much
in life because they had a mental illness, they avoided getting close to people who do
not have a mental illness in order to avoid rejection, and they were disappointed in
themselves for having a mental illness. This suggests that Sri Lankan patients may
internalise the public stigma they experience and form a negative view of themselves.
One possible explanation for this finding is that the stigma associated with these
conditions in Sri Lankan culture is strong and affects all aspects of the patient’s life
which leads to more internalisation of stigma. Self stigma is potentially a problem
because research has shown that in patients with schizophrenia it affects hope and self
esteem leading to negative outcomes related to recovery (Yanos, Roe, Markus &
Lysaker, 2008). Further, it increases avoidant coping behaviour and the avoidant coping
style was prominent in this Sri Lankan sample (discussed below). When comparing the
Sri Lankan patients’ level of self stigma with patients in U.S.A., the self stigma mean
was slightly higher for Sri Lanka than for the U.S.A. sample (Ritsher et al., 2003). This
difference in self stigma between the two samples may be explained by the presence of
active advocacy movements in the U.S.A. These advocacy activities confer the benefit
of giving members feelings of empowerment and self esteem (Wahl, 1999) that may be
effective in reducing self-stigma. Overall our findings suggest that both public stigma as
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well as self stigma were experienced frequently by Sri Lankan patients and tended to be
experienced at similar levels of severity.

When looking at the discrimination experienced by patients, the carers’ report of
the perceived discrimination faced by patients was rated lower than how the patients
rated themselves. It is possible that carers under-reported the perceived discrimination
faced by their relative with mental illness because they may not be aware of all the
discriminatory experiences of the patients. This may also be a result of felt
discrimination being higher than inferred discrimination.

The results indicate that patients’ knowledge about their mental illness may be
poor. This was reflected by the fact that only one patient knew their diagnosis. The team
providing treatment (doctors and nurses) would be expected to convey this information
to patients, but our results suggest that this may not be taking place. A major factor that
may also contribute is the cultural context of treatment which is in a highly traditional
medical system where patients are passive recipients of treatment and doctors are held
in very high regard. In this situation, it is not socially appropriate to ask questions about
the diagnosis or causes of an ailment, but instead to just accept the treatment
recommendations provided. Therefore patients generally do not question the doctor and
obtain information on their diagnosis. This, coupled with the generally low level of
mental health literacy in patients, means that patients are unlikely to know the name,
anticipated course, or prognosis of their illness. The finding of low mental health
literacy highlights the ignorance about mental illness present amongst patients. This
lack of knowledge among patients may also be exacerbated by the lack of psychoeducation programmes for patients in Sri Lanka that contribute to this poor mental
health literacy. In addition, the presence of only one patient support group may
contribute to this situation as well. This lack of knowledge on mental illness if present
in the broader community will certainly foster stigmatising attitudes towards people
with mental illness in the community.

A majority of the patients labelled their mental illness with the generic term
“nervous disease” and this may be considered as an euphemism. Amongst families of
Mexican American patients with schizophrenia using traditional concepts of ‘nerves’
instead of ‘mental illness’ has been stated to reduce the stigma associated with
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psychiatric illness (Jenkins, 1988). Similarly, it is possible that stigma associated with
mental illness led Sri Lankan patients to label their condition as a physical health
condition. i.e. disorder of the nerves. However, this needs to be further elucidated in
subsequent research.
Further exploration around the cultural beliefs and practices around mental
illness is warranted to inform culturally competent interventions in Sri Lankan society.
This study would need to be a community based study that included ethnographic and
qualitative methods.

5. 2. 2 Stigma Experienced by Carers
Sri Lankan carers also experienced significant public stigma. The results suggest
that carers experienced discrimination in regard to many aspects of their relative‘s
mental illness. For example, 37% reported they experienced trouble from other people
because of their relative with mental illness. Almost a quarter stated that other people’s
reactions to their relative’s mental health problems made them conceal the mental health
problems and they had been angry at the way people reacted to their relative’s mental
health problems. These findings mirror those of a study conducted in Hong Kong where
41% of family members reported they had been unfairly treated owing to the patient’s
illness (Lee et al., 2005). As anecdotal evidence, one of our study participants, a 60 year
old mother of a patient, reported that the neighbours called their household the “madhouse’ and referred to them face-to-face and in front of their neighbours as ‘mad-house
dwellers’. This was one example of extreme labelling.

Similar to the experience of patients, disclosure was more of a concern than
actual discrimination for the Sri Lankan carers as well. Fifty five percent found it hard
to tell people about their relative’s mental health problems and avoided telling people
about these problems. Similar frequencies were reported in a study of 320 family
members in Hong Kong where around 60% indicated that they wanted to conceal their
family member with psychiatric illness (Lee et al., 2005), and in India where 57% of
159 family members surveyed reported the need to conceal mental illness (Thara &
Srinivasan, 2000). In Ethiopia around 40% of carers reported that they felt the need to
hide the mental illness (Shibre et al., 2001). Therefore, reluctance to disclose mental
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illness in the family was present in our sample in a similar manner to that reported in
other Asian and African countries.

This desire to hide a relative’s mental illness may be due to shame, fear of
rejection, hostility or social distancing by others as speculated by Lin and Lin (1981,
cited in Lee et al., 2005). It is likely that all of these elements contribute to wanting to
hide a relative’s mental illness from others. Further studies are needed to ascertain the
relative impact of each of these specific causes for concealment of mental illness
amongst family members.

Over half the Sri Lankan carers reported that their marriage or the possibility of
marriage was affected by having a family member with mental illness. This highlights
the importance of “courtesy” stigma, which is the stigma that extends out to affect the
whole family, on marriage. Similar findings of stigma affecting marriage have been
reported in other studies conducted in Asia (Thara & Srinivasan, 2000) and Africa
(Shibre et al., 2001).

The results suggest Sri Lankan carers experienced high rates of perceived stigma
as well. These experiences of stigma faced by carers in Sri Lanka are similar to the
experiences of carers in other Asian countries such as Hong Kong (Tsang et al., 2003)
and India (Thara & Srinivasan, 2000).

An anecdotal observation during data collection was that most of the carers who
participated were grateful to be offered the opportunity to discuss the stigma they
experienced as this had never been explored previously. The carers reported that they
were happy that someone was studying this aspect of their experience as a carer. This
further highlights the potential for carer support groups to provide opportunities for
social support and also advocacy.

5. 2. 3 Associated Stigmatising Factors Experienced by Carers
Stigma by association or associated stigma are phrases used to describe how
stigma due to mental illness affects all the family members. This study revealed that
stigma by association is experienced also by Sri Lankan family carers. Associated
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stigma can affect the carer’s feelings towards the patient and also the connections with
psychiatric services (Ostman & Kjellin, 2002). When stigma by association was
investigated in our sample, the most frequently reported factor was that the mental
illness had impaired the relationship between the patient and the carer (22%). This is
almost the same as the percentage (25%) reported in the Swedish study conducted with
162 carers using the same instrument (Ostman & Kjellin, 2002). Although Ostman and
Kjellin have identified this as an associated stigmatising factor, it needs to be noted that
this conflict may also arise due to causes besides stigma such as trying to manage the
demands associated with looking after a person with mental illness. In our sample, 15%
of the carers stated that the patient affected the possibility of the carer having company
of their own. This is half the rate for the same item recorded in the Swedish study (34%).

When comparing the rank order of the items in the Sri Lankan data with that of
Ostman and Kjellin (2002), the supportiveness of the staff of psychiatric services is
ranked highest in the Sri Lankan sample whereas it is only ranked sixth in the Swedish
sample. This suggests that Sri Lankan carers hold the psychiatric service staff in high
regard. This is in accord with the cultural context of the doctor-patient interaction in Sri
Lanka where the doctor is respected as an authority. The patient’s mental illness leading
to mental health problems in the relative has been rated as the second highest associated
stigmatising factor in the Swedish sample, but it was only rated as seventh by the Sri
Lankan carers. The Swedish study indicated that 40% of the carers reported that the
person with mental illness had resulted in mental health problems in the relative.
However, in our sample only 6% of carers admitted to having mental health problems
(see Table 4.5). This may indicate the presence of relatively low psychological distress
expressed by Sri Lankan carers. One possible explanation for this low reported level of
psychological distress in Sri Lankan carers could be that the carers experience less
burden which might contribute to distress. However, it seems more likely that they do
not dwell on their own psychological problems, or do not feel comfortable to admitting
to having them. This discomfort may in part be due to the stigma attached to mental
health problems. Carers may feel it more acceptable to deny the presence of these
mental health problems than acknowledge them. In this manner carers too may conceal
their mental health problems as a stigma coping strategy. Only 3% of the Sri Lankan
carers admitted to having had suicidal thoughts associated with the role of caring,
however this was 10% in the Swedish sample. Five percent of the relatives in the Sri
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Lankan sample believed the patient would be better-off dead, whereas 18% in the
Swedish sample endorsed this idea. A possible explanation for the difference between
the two countries on believing a patient would be better-off dead, may be a difference in
cultural settings and the strong religious and cultural beliefs associated with them.
These beliefs, present in Sri Lanka, may make such thinking (death) less acceptable.
Further, there may be a stronger cultural belief system that accepts that ongoing care is a
part of the carer’s obligation towards the patient. It is possible that Sri Lankan
caregivers may be more accepting of the caregiver role and responsibilities.
Additionally, there are religious beliefs that prohibit suicide in Sri Lanka. The overall
picture shows levels of associated stigma are relatively low in Sri Lanka in comparison
with Sweden. However, this is only one aspect of the assessment of stigma experience
in carers.
5. 2. 4 Comparison of Stigma Experienced by Patients and Carers
Sri Lankan patients reported more stigma than their carers. This perception of
stigma experienced by Sri Lankan patients and carers mirrors findings of stigma
documented in other international studies. For example, focus groups involving patients
with schizophrenia and their relatives in Italy also found that patients reported
experiencing significantly more public stigma than their carers (Buizza, et al., 2007).
Similarly Asian–American patients in Los Angeles provided ratings of stigma, based on
a Likert-type scale similar to that used in the present study, and reported perceiving
higher stigma levels than their carers (Okazaki, 2000). The author of the study argued
that stigma was less in carers due to them not worrying about other people knowing
about their family member’s mental illness to the same extent. However, the same
cannot be said of the Sri Lankan sample, since disclosure of mental illness was a major
concern for carers. Furthermore, higher stigma experienced by patients in Sri Lanka is
understandable given that they are the ones who will be directly discriminated against in
many aspects.

It was notable that the disclosure subscale mean score was consistently higher
than the discrimination subscale mean score in both carers and patients. This suggests
that disclosure may be a more pertinent problem. One reason for this could be the
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consequent social disapproval attached to disclosure of mental illness and its anticipated
consequences.

There are several caveats that need to be considered when interpreting the results
of this study. These are important in order to contextualise the results regarding stigma.
There is a need to consider the sample characteristics and factors that may impact on the
perception of stigma. Prior research suggests that perceptions of stigma were overly
biased by the experience of acute symptoms, which is an issue that has been raised by
research that has shown that acute symptoms such as depression can affect perceived
stigma (Raguram et al., 1996). Thus, the current mental health status of the patients
could affect their responses to the questions. However, patients and carers in the present
study rated themselves as being in relatively good mental health at the time of the
interviews. The patients’ current mental health status was rated as 7 or more out of 10
(where 10 indicated extremely good mental health) in 71.2%. Therefore, current mental
health status was not likely to be a strong factor that affected the results of this study.

5. 3 Coping with Stigma in Patients and Carers
The dominant coping mechanisms adopted by Sri Lankan patients and carers
were similar. Our results indicate that withdrawal was the most frequently endorsed
coping mechanism by Sri Lankan patients. This was followed by secrecy, challenge and
education. The same pattern was observed for carers. This high endorsement of
withdrawal suggests that stigma may result in curtailing of social activities of both
patients and carers. Some caution is needed in drawing conclusions from these results
because the internal reliability coefficients were not high for the patients’ withdrawal
and education subscales (< .70). This indicates that the subscales may not be measuring
a single construct.

In both patients and carers, the coping strategies of education and challenge
were used less than withdrawal. For example, participation in an education effort to
teach the public more about psychiatric treatment and the problems of people who seek
psychiatric treatment was endorsed by only 5% of patients. This was considerably less
than the response from patients in a Clubhouse movement in the U.S.A. where 78%
endorsed this coping mechanism (Link et al., 2002). Of the Sri Lankan patients, 56%
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reported that they thought it better to confront stigmatizing behaviour rather than ignore
it. However, this too was notably less than the 81% of patients from U.S.A. who
endorsed this coping strategy (Link et al., 2002). These differences may be explained by
the presence of active consumer and advocacy groups in the U.S.A. (Frese, 1998) and
the absence of these groups in Sri Lanka. The fact that the U.S.A. patients were from a
Clubhouse movement would have almost certainly contributed to these differences in
utilisation of coping mechanisms. These participants from a consumer run service in the
U.S.A. would be different from those attending a Public Sector mental health service in
Sri Lanka. There are no Clubhouse movements or similar organisations in Sri Lanka.
The Clubhouse movement provides rehabilitation opportunities for persons with severe
mental illness with the aim of increasing self-worth and promoting self esteem. Also
90% of certified Clubhouses provide some kind of consumer political advocacy and
99% provide advocacy with employers (Macias, Barreirra, Alden & Boyd, 2001). This
may result in these Clubhouse patients being exposed to advocacy activities and being
educated on coping mechanisms such as education and challenge as opposed to those
patients in Sri Lanka with no similar exposure. Therefore these differences in coping
strategy use may be due to participants from different mental health care systems and
not only due to cross-cultural differences.

5. 3. 1 Avoidant versus Approach Coping Strategies
In order to test the hypothesis that secrecy and withdrawal are more commonly
endorsed than education and challenge as coping mechanisms, secrecy and withdrawal
were compared separately with education and challenge coping strategies. This was
conducted separately for patients and carers. Because secrecy involves keeping things
hidden and withdrawal is sometimes used as a way to hide, they were considered
avoidant coping mechanisms. Education and challenge coping strategies were taken as
approach type coping strategies

The coping mechanism of withdrawal was more commonly endorsed than the
coping mechanisms of education or challenge by patients and carers. Although secrecy
was more significantly endorsed than education by both groups, it was not more
significantly endorsed than challenge. This confirms the hypothesis that withdrawal is
more commonly endorsed than education and challenge as stigma coping mechanisms
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by Sri Lankan patients and carers. It also confirms that secrecy is a more commonly
endorsed coping mechanism than education by both patients and carers. Therefore,
overall, it is observed that avoidant coping mechanisms (secrecy or withdrawal) are
used more frequently than approach type coping mechanisms (education or challenge).

Taken together these findings showed that avoidant coping strategies were
commonly endorsed coping mechanisms by both Sri Lankan groups. These findings are
consistent with a study conducted in Nepal which also documented secrecy and
avoidance as the most common coping mechanisms in relation to stigma (Adhikari,
Pradhan & Sharma, 2008). The rank order of the coping mechanisms for both patients
and carers in Sri Lanka were highest for withdrawal, followed by secrecy, challenge and
education. In a U.S.A. sample, challenge was highest, followed by withdrawal,
education, and finally secrecy (Link et al., 2002). The most striking difference is that, in
the U.S.A., challenge was the most common response, while withdrawal was the most
common in Sri Lanka. It is possible that this is in part a function of the strong carer and
consumer advocacy groups and Clubhouse programmes that are present in the U.S.A.
(Frese, 1998) as noted earlier.

It is unfortunate that in Sri Lanka secrecy and withdrawal are the most
frequently used coping mechanisms as they are not proven to be of value in the long
term and may have negative consequences. For example, a study conducted in Turkey
has shown that active social avoidance (withdrawal) predicts higher perceptions of
stigmatisation such as experiencing difficulty due to attitudes of others (Egtugrul &
Ulug, 2004). Similarly, a study conducted in Switzerland, has shown that avoidant
coping is a risk factor for anticipatory stigma (Vauth et al., 2007). Furthermore,
withdrawal was a significant predictor of unemployment and demoralisation in a U.S.A.
sample, and although secrecy did not have a significant association, it was associated
with worse outcomes with respect to employment and demoralization (Link et al., 1991).

Although challenge was endorsed relatively less compared to the avoidant
coping mechanisms, contrary to our expectations it was endorsed to some extent by half
of the Sri Lankan patients and carers. This is an encouraging finding because
challenging is considered an effective coping mechanism as it has been stated to be
related to education (mental health awareness) and helps to dispel inaccurate stereotypes
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of mental illness (Byrne, 2000). The use of challenge as a coping mechanism shows that
Sri Lankan patients and carers are not paralysed by self stigma to the extent that they
cannot counteract stereotypes. However, to what extent they actually use this
mechanism needs to be determined. There may be differences between stated attitudes
and actual behaviours. Therefore further studies need to be conducted to verify that
challenging is actually used in practice by utilizing behavioural measures or explicit
examples.

Few Sri Lankan patients and carers endorsed education as a means of coping.
This may be explained by the fact that there is only one patient support group and two
carer support groups in Sri Lanka. These groups need to be set up in Sri Lanka to
provide the support, information, organisational structures (meeting rooms), and
resources to empower patients and carers to be able to use education as an effective
means of reducing the stigma of mental illness. Furthermore, patients may not be aware
of the need for education of those in the general public who may hold stigmatising
attitudes. These attitudes can be addressed by organising support groups that could
facilitate access to key public forums. In this way the public could be educated on
mental illness in an effort to increase their understanding of mental illness and improve
their attitudes.

Joining a support group as a coping mechanism was endorsed by only one
patient in our sample. It may be the lack of presence of these groups affiliated to the
government hospitals that make it so seldom used as a means of empowering patients.
This situation requires attention and there is a need to develop support groups and
educate patients on the benefits of joining these groups. This may be done by
encouraging Government sector hospitals to commence groups by providing support by
way of room space and funding. It may be possible to obtain funds to initiate and
sustain these groups from the World Health Organisation or other Non-Governmental
Organisations, including the NGO that already conducts a group (The National Council
for Mental Health). Another factor that may cause so few Sri Lankan participants to
endorse joining a support group may be the tendency to use secrecy and withdrawal as
the main coping strategies.
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In our sample, all four coping mechanisms were more commonly endorsed by
the patients than the carers. This may be because patients experience higher stigma and
need to utilise more coping mechanisms than their carers who experienced less stigma.

Our findings revealed that 18% of patients and 24% of carers had turned to
religion as a means of coping. In a U.S.A. sample of carers 37% endorsed religiosity as
a means of coping in a National Alliance for Mental health (NAMI) survey (MurraySwank et al., 2006). This NAMI study concluded that religiosity was associated with
less depression and better self esteem and self care in carers. It is not known whether
religiosity provides the same protective value in Sri Lanka, but there is a great deal of
international research that links religiosity with better health outcomes particularly in
healthy members of the community (Chida, Steptoe & Powell, 2009).

5. 4 Barriers to Help-Seeking
It is important to be aware of barriers to seeking help in order to understand why
people may delay seeking help for mental health problems. Understanding barriers will
also help to influence future mental health service provision by taking measures to
eliminate identified barriers and make services more acceptable and accessible to people.
This information on barriers is also needed for tailoring public education messages on
mental health. Our study provides a description of the barriers towards initial helpseeking and further highlights how stigma acts as a major barrier.

5. 4. 1 Barriers to Help-Seeking by Patients
The commonest barrier to initial help-seeking reported by 77% of patients was
the desire to avoid being labelled as mentally ill. Furthermore, the statement “I was
worried about what other people would think if I went to a mental health worker” was
endorsed by 67% of patients. These barriers relate directly to concerns about being
stigmatised. They reflect the potential of such barriers to directly impact on seeking help.

A descriptive analysis of the reasons for non-attendance at rehabilitation services
was also conducted by asking the patients whether they had been referred to community
rehabilitation services but had opted not to attend these services. In response to this

105

question, 41% of patients reported they had been referred to community services
(rehabilitation) but had not attended this service. Twenty-nine percent of the narrative
responses to this question were related to stigma. For example, “I did not go for the
rehabilitation because I did not want anyone to see me going there as they would then
know that I had a mental illness”. This suggests how patients avoid some mental health
services so they are not identified as a “mentally ill” person. Furthermore, those
responses outlining concerns on stigma emphasize the need to address stigma in order to
improve attendance at rehabilitation services.
5. 4. 2 Barriers to Help-Seeking by Carers
The most frequent barrier in relation to initial help-seeking reported by almost
three fourths of the Sri Lankan carers was that they did not want their relative to be
labelled as mentally ill. This result contrasts with parent-carers of children with mental
illness in Australia where, in response to open ended questions on barriers, only 6%
voiced this belief (Sawyer et al., 2000). However, it must be noted that the methods of
these two studies were different. Sawyer et al. identified barriers in response to an openended question and this may account for the difference.

The findings from our study highlight that attitudinal barriers such as concerns
about stigma were more important than structural barriers (lack of services, high cost,
etc). This finding is consistent with the results of a study conducted in Australia
(Thompson, Hunt & Issakidis, 2004). The fact that structural barriers such as treatment
cost were not major barriers is to be expected in Sri Lanka because health services are
provided free of charge to the public. The relatively high importance of stigma in the Sri
Lankan family carer’s decision to seek help for their family member with mental illness
is highlighted by these findings.

However, there is a need to determine whether attitudinal barriers such as stigma
can predict perceived help-seeking delays. This information is important because it
provides justification for efforts to reduce the stigma associated with mental illness and
may also indicate help-seeking as an important issue to emphasize in anti-stigma
campaigns.
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5. 5 Help-seeking Delay for Mental Health Problems Reported by
Patients and Carers
Help-seeking delays have been reported for mental health problems in
international studies. They have found that people on average wait for almost two years
from the time they are aware they have a mental health problem to the time they
actually access help for these problems (Hirst, Cort, Richardson & Watson, 1999;
Okazaki, 2000). However, there have been no previous studies of help-seeking delay for
mental health problems in Sri Lanka. Our results indicate that there are self-reported
help-seeking delays in Sri Lanka and that these delays are significantly associated with
stigma.

5. 5. 1 Help-seeking Delay Reported by Patients

5. 5. 1. 1 Initial help-seeking delay

The majority of patients (82%) had first sought help from a Western medical
practitioner and only a minority went first to Ayurvedic healers (14%) or religious
healers (3%). A possible reason for this may be the development of Western medical
services in the country and the relatively high education level of the patients and their
carers. The fact that in our study design we surveyed patients who were attending
psychiatric visits at a medical centre may also have contributed to this high rate of helpseeking from Western medical practitioners. Our estimates of help-seeking from nonWestern sources may be a gross underestimate of the true situation due to nondisclosure of this help-seeking delay by patients due to fear of being thought of as
ignorant or simple.

The percentage reported in our study that contacted indigenous healers was less
than those reported in other developing countries. For example, in a study conducted
with participants attending a psychiatric clinic in a teaching hospital in Calcutta, 44% of
the carers had contacted indigenous healers as the first contact helping agency (Banerjee
& Roy, 1998). In Ibadan in Nigeria it was 31% (Sartorius et al, 1996). Compared with
other developing nations, Sri Lankan patients in the present sample consulted
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indigenous healers less frequently. However, this is still greater than those consulting
non-Western medical practitioners in Western countries. This seems to reflect a crosscultural difference in help-seeking. These sources of help are important because it has
been documented in the literature that accessing non-Western medical sources of help
for psychiatric problems may cause more delay in obtaining effective treatment (Rogler
& Cortes, 1993). These international studies and our study that accessed only those
attending medical psychiatric services may lead to an underestimation of those who
seek help from indigenous healers.

In our study, patients reported that when they first realised they had a mental
health problem and were first seeking help, 61% were reluctant to seek professional
help and just over half had delayed seeking professional help. The mean delay reported
at the onset of their illness was 3 months. This delay is small when compared with the
delay reported in other international studies. For example, Okazaki (2000) reports a
delay of 17 months in a sample of 56 Asian American patients with psychotic illnesses.
Furthermore, Hirst et al (1999) in U.K. report a median delay of 22 months in patients
seeking treatment for depression, anxiety and sexual disorders. In another study
conducted with individuals with their first episode of schizophrenia, the mean delay
before seeking psychiatric help was documented as 7 months (Czuchta & McCay, 2001).
A study conducted in Hong Kong revealed the average help-seeking delay as 5 months
in patients with early psychosis (Wong, 2007) which was similar to our findings, except
that we had a mixed sample of patients and not only first episode psychosis patients.

The variation in help-seeking delays across studies is likely to be due to a
multitude of factors. These include the nature of the disorders (anxiety and sexual
disorders), the timing of the measurement (retrospective versus at time of first contact),
and which episode of illness (current episode versus first episode). The present study
measured delay by asking participants to retrospectively recall the time of onset of the
first episode of the illness. A limitation of this measure is potential distortion of timing
due to retrospective recall and memory. These other studies used different methods such
as medical records (Okazaki, 2000) to assess help-seeking delay. In addition, the delay
was assessed just prior to the time of presentation for assessment, thereby obtaining
more contemporaneous data on delay (Czuchta & McCay, 2001). These differences in
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methods used to assess delay may have contributed to the relatively shorter delay
reported in our sample.

In summary, the reported delay of treatment seeking in our study was less than
those reported in most other international studies. However, this finding of a short delay
in our sample must be interpreted with caution given the fact that delay was reported
retrospectively. The help-seeking delay mentioned here may be due to many factors
including access to services, cost of transport, as well as stigma. In the next section on
help-seeking delay discussed below, the focus is on the second measure of help-seeking
delay used in the study which asked about delay over the past year.

5. 5. 1. 2 Recent help-seeking delay

The questions “During the last year have you avoided seeking mental health
services due to concerns about being identified as a mentally ill patient?” and “During
the last year have you delayed coming for treatment due to concerns about being
identified/labelled as mentally ill?” elicited information on help-seeking delay during
the past year. Twenty four percent of the patients had been reluctant to seek professional
help and 19% had delayed seeking professional help for their mental illness due to
concerns about stigma. By comparison, in Hong Kong 29% of patients reported
delaying seeking treatment for fear of letting others know about their illness (Lee et al.,
2005). It is interesting to note that our respondents who were currently engaged in
treatment at a psychiatric facility still reported treatment delays due to stigma. Therefore,
it may be speculated that the delay due to stigma may be even higher in those not
currently engaged in attending routine care at a specialised psychiatry clinic. These
respondents were all relatively mentally well and this level of lower symptom severity
may have contributed to the treatment delay.
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5. 5. 2 Help-seeking Delay Reported by Carers

5. 5. 2. 1 Initial help-seeking delay

In further examining help-seeking delay in the present sample, the carers
reported that when they first realised their family member had a mental health problem,
42% of them reported being reluctant to seek professional help and 37% reported that
they had delayed seeking professional help.
5. 5. 2. 2 Recent help-seeking delay

With respect to more recent help-seeking delay (i.e. during the past year), 19%
of carers reported that they were reluctant to seek professional help and 12% stated that
they had delayed seeking professional help for their family member with mental illness
due to stigma concerns. This data suggests stigma has a role in contributing to helpseeking delay reported by carers.

5. 5. 3 Comparison of Help-seeking Delay in Patients and Carers
Two items in our study asked respondents directly about the help-seeking delay
during the past year due to stigma concerns. Our results indicated that this recent helpseeking delay was slightly greater than the help-seeking delay at the onset of the illness
as reported by both patients as well as carers. It is interesting to note that in regard to the
help-seeking delay during the past year, approximately 20% of patients and carers
reported reluctance to seek professional help due to concerns on stigma. Although the
delay reported by patients was less than that reported by the carers, the effect size of this
difference between the two groups for initial help-seeking delay was small (Cohen’s d =
0.25). This suggests that patients’ and carers’ data on help-seeking delay correspond
relatively well with each other. However, there is a need for future research to collect
help-seeking delay data closer to the initial contact (Czuchta & McCay, 2001) and to
utilise methods such as time-line follow-back at first contact. This method will decrease
the potential effects associated with longer retrospective recall.
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5. 6 Relationship Between Stigma and Help-seeking Delay
This study shows that approximately 15% of patients and carers reported helpseeking delays during the last year due to concerns of stigma. This section examines the
relationship between stigma and help-seeking delay and how help-seeking delay can be
predicted by levels of stigma.

Corrigan (2004) outlined the social cognitive processes that contribute to stigma
and how they also contribute to delays in help-seeking. These processes include
behaviours to avoid the label of mental illness and to reduce threats of diminished self
esteem due to self stigma. These behaviours can manifest as taking longer to seek help
(Corrigan, 2004). In keeping with this, our findings revealed a small but significant
positive correlation between public stigma of carers and recent help-seeking delay (rs
= .22). There are a number of reasons that a positive relationship between stigma in
carers and help seeking delay may have been found. In Sri Lankan culture the carer
plays a pivotal role in help-seeking. This is due to the hierarchical system present in Sri
Lankan families where the carer (usually parent) is the one who makes decisions for the
patient. Prior research based on a census of over 12,000 community members from
2200 Sri Lankan households, that was conducted on seeking help for general medical
problems has shown that there is high involvement of Sri Lankan women in the
decision to seek health care (Caldwell, 1996; Peiris & Caldwell, 1997). When the
women were asked who decides to take a sick child to a doctor, 48% responded that the
mother alone decides this while, 45% said the mother decides this with her husband’s
agreement (Peiris & Caldwell, 1997). It was speculated by the authors that the reasons
for women being able to seek health care for themselves and their family members on
their own initiative was due to the high literacy rate among women (89.2% for females
according to Ministry of Healthcare and Nutrition, 2009). High literacy was argued to
be related to better education around health and hygiene. Although this study referred
to help seeking for children, anecdotal evidence suggests women may be assumed to
have these views when it comes to help-seeking for their adult children in the case of
mental illness. A majority of the carers in our study were female and help seeking is
usually a family venture. Together these factors likely contribute to the finding that
carer’s perceived stigma predicted help-seeking behaviour.
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There was no significant correlation between either public stigma of patients and
recent help-seeking delay or between self stigma of patients and recent help-seeking
delay. These findings are important because they focus on the effect of both patients’
and carers’ perceived stigma on treatment delay. Almost all the patients attended the
clinic accompanied by their family carer indicating family carers are strongly involved
in the help-seeking process. This relationship between perceived stigma of carers and
recent help-seeking delay indicates that even relatives can be affected by stigma thereby
increasing the time taken to access services. This is consistent with findings of a study
conducted in Los Angeles by Okazaki (2000) with 40 caregivers that showed relatives’
reported stigma was significantly and positively related to patients’ treatment delay (r
= .40).

However, some studies did not report an association between stigma and helpseeking delay (Compton & Easterberg, 2005; Golberstein, Eisenberg & Gollust, 2008).
For example, a study on African-American patients with first-episode psychosis failed
to find an association between treatment delay and stigma (Compton & Easterberg).
This may be explained by the fact that the study had only patients with acute psychoses.
It is possible that the severity of the presentation and potentially disruptive behaviour
associated with psychosis made recognition of the problem as a mental illness much
clearer and the length of treatment delay shorter. Although there was no relationship
between stigma and treatment delay, Compton and Easterberg did find an association
between stigma and perception of greater barriers to seeking psychiatric evaluation.
Golberstein and colleagues conducted their study with undergraduates and graduates
and these participants, who were not having mental illnesses, may have accounted for
there being no significant relationship between help-seeking delay and stigma

Our findings do not concur with studies that have stated that self stigma of
patients has a stronger effect than public stigma on influencing help-seeking (Barney et
al., 2006, Vogel et al., 2007). One reason for this may be that prior studies have not
surveyed persons identified with mental illness. Barney et al. surveyed members of the
general community and Vogel et al. surveyed undergraduates. These community
members and undergraduates would not have felt the effects of mental illness as directly
as the patients in our study. Additionally, Barney et al. used vignettes that compared the
effect of public and self stigma on help-seeking intentions (likelihood of seeking help
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according to a specific source). Barney et al. also studied this association only in
relation to a diagnosis of depression whereas we surveyed this relationship in
schizophrenia, bipolar disorder as well as depression. Thus, differences in sample
characteristics and direct experiences with stigma may have contributed to differences
in our findings compared to other studies. Further, in the present study only 10 of the
original 22 items from the Ritsher et al. self stigma scale were used. Therefore there is a
risk that not all of the elements of self stigma were captured. Finally, it is possible that
public stigma plays a more prominent role than self stigma in influencing delay in
seeking treatment in the Sri Lankan context.

5. 6. 1 Predicting Help-seeking Delay using Carers’ Stigma Ratings

The relationship between public stigma and help-seeking was examined to look
at how we could predict help-seeking delay using the public stigma of carers. Multiple
regression analysis found that public stigma (discrimination and disclosure subscales)
reported by carers accounted for a significant 20% of the variability in help-seeking
delay reported by carers. This was further refined with a quadratic model explaining an
additional 5% of variance in help-seeking delay. This quadratic model had the variables
discrimination, disclosure, and their squared values and their cross-products as
predictors.

The contour plot for the quadratic model indicated that as both discrimination
and disclosure increase, the help-seeking delay also increased. However, this occurred
at an increasing rate as increments of disclosure and discrimination increased. In other
words, as disclosure and discrimination increase the increment of the increase in helpseeking delay gets larger (i.e. the contour plot lines get closer). This “bowl ” shape is
different from a purely linear shape because it shows that gradient rises slowly at first
and then steeply (the lines get closer as the inclination increases). This means that the
help-seeking delay due to stigma increases slowly at first and then increases more
sharply as stigma increases. Initially small increases in stigma may have a small effect
on help-seeking delay but as stigma increases there is an exponential increase in its
relationship to help seeking delay.
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Treatment delay is important in patients with a psychiatric illness, especially
those with a psychosis, because delay potentially worsens the prognosis as does
intermittent treatment (Falloon, 1992; Loebel et al., 1992). The findings of the present
study suggest that stigma experienced by carers plays an important role in contributing
to treatment delay. Stigma is one component of burden for patients but also a source of
additional burden for carers. The next section describes the carer burden due to stigma
and other related factors.

5. 7 Carer Burden
Carers in Sri Lanka described the extent to which aspects of their care-giving
role were of greater concern to them (Table A11 in Appendix 17). For example, 73% of
the carers felt stressed as a result of caring for their relative and trying to meet other
work and family responsibilities. A further 63% stated that because of the time they
spent with their relative with mental illness they did not have enough time for
themselves. However, the mean score for each item of the carer burden measure (Zarit
Burden Interview) in our study was 1.26 (on a scale of 0 = never to 4 = nearly always)
where the anchor for 1 was “Rarely”. At an absolute level this does not appear high and
suggests ratings at the lower end of the burden spectrum on this measure. The mean
Zarit scores were higher than a U.S.A. study of carers of patients with mood disorders
(M = 1.0, Martire et al., 2009), but lower than carers of people with schizophrenia in
Japan (M = 2.02; Fujino & Okamura, 2009 and M = 1.56; Hanzawa, Tanaka, Inadomi,
Urata & Ohta, 2008). Ratings from studies in nations of similar economic wealth such
as Chile were also higher (M = 3.86; Caqueo-Urizar & Gutierrez-Maldonado, 2006). In
summary, overall carer burden amongst carers supporting people with severe mental
illness tended to be lower in Sri Lanka than in other countries using the same
standardised measure. It is possible that this occurs because there is greater family
support (extended family structures) available in Sri Lanka. It may also reflect relatives’
beliefs that the care role is a duty and is an integral and valued role. Therefore the
expectation of a carer in such a role is not viewed as burdensome. However, these are
speculations and further research is needed to elucidate the exact reasons for this
reported level of carer burden in Sri Lanka. In addition the overall burden profile needs
to be taken into account when considering its relationship with stigma.

114

5. 7. 1 Relationship Between Stigma and Carer Burden

There was a significant positive relationship between stigma and carer burden.
Both public stigma experienced by patients (rs = .26), and public stigma of carers (rs
= .20) were related to carer burden, although the magnitude of these relationships was
small. That patients’ experience of stigma was related to carer ratings of burden
suggests that the demands of coping with stigmatising attitudes toward patients may
carry just as much if not more burden than managing perceived stigma directed towards
carers. Further, more stigmatised patients could be more severely ill and therefore exert
more burden on the carer. These findings of stigma and its relationship to carer burden
parallel research conducted in Korea and Nigeria that found higher perceived stigma
was associated with higher carer burden (Hanazawa et al., 2009; Yusuf, Nuhu &
Akinbiyi, 2009).

The nature or severity of the mental disorder may also impact on carer burden.
For example, it is likely that a patient with persistent symptoms of schizophrenia will
result in higher burden on the carer than one with a transitory anxiety disorder. Higher
symptom severity such as more severe behavioural disturbances has been found to lead
to higher caregiver burden (Biegel, Milligan, Putnam & Song, 1994). It is possible that
patients whose functioning is severely impaired by mental illness may behave in bizarre
ways that elicit more stigmatising reactions from others. This would then add to the
already existing carer burden (Gonzalez et al., 2007). In general, the results confirm our
hypothesis that higher public stigma is associated with higher carer burden.

It was observed in our sample that higher levels of stigma predicted greater helpseeking delay and higher levels of stigma were associated with higher carer burden.
Although not a primary aim of the current research, exploratory post-hoc analyses tested
the hypothesis that higher carer burden would be associated with greater help-seeking
delay. The correlations indicated that higher carer burden was associated with greater
self-reported help-seeking delays in patients and carers. This suggests the possibility
that both stigma and burden may contribute to help-seeking delays. Further research is
needed to test the mechanisms by which these variables may impact on delay but
several mechanisms could be proposed. For example, both stigma and burden may
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make unique contributions to delay. Alternatively, burden may mediate or moderate the
relationship between stigma and delay. It is also possible that burden contributes to
perceptions of stigma which in turn impacts on delay. The greater help-seeking delay
may be counter-intuitive because if the burden is high, the need for treatment should be
greater (i.e. because the patient is more unwell). Therefore higher burden should predict
shorter delays and not longer ones. However, the avoidant coping style may contribute
to the longer delays in this situation.

5. 8 Limitations
The study had several limitations that should be considered when interpreting
the results and planning future research. As previously noted, data on help-seeking were
obtained retrospectively and information may have been lost or distorted in this recall
process. This limitation was partly addressed by obtaining two independent reports of
delay from both patients and carers.

Patients reported in this study only represent a select sample of patients who
came for follow-up care to a clinic. The perceived stigma of these patients may be very
different to that of patients who do not come for follow-up care. It is possible that those
with mental illness who do not attend follow-up appointments do not attend due to
stigma concerns. Consequently, these results may be an under-representation of the
impact of stigma on patients and carers. However, the recruitment of patients from a
tertiary referral hospital meant that they were recruited from the main source of
psychiatric care in the country. Patients from a number of districts in Sri Lanka were
included in this study increasing the representativeness of this sample.

These results are based solely on self-report measures and therefore biases in
reporting may be present. The self-report of discriminatory experiences may be underreported because patients may not interpret discriminatory experiences due to the nature
of the mental illness they have (e.g., psychosis). This is because they may have deficits
in understanding social rules or conventions and may not identify discriminatory
experiences. However, as noted earlier, the patients were not acutely ill at the time of
the interview, thereby increasing the likelihood of accurate reporting. Additionally, the
ability to cross reference between patient and carer views meant a broader perspective
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was available. The Principal investigator and Research Assistant may have been
perceived as part of the treatment staff as they were both doctors. This perception could
have led to a socially desirable responding bias among the respondents, especially with
regard to reporting attitudes of healthcare professionals. This bias in reporting may have
been present despite explaining to the patients that the study team had no connection
with their treatment team.

There is a concern that items in the measures may have lost some meaning
during the translation process. However, this was minimised by back translation of the
translated instrument by another translator. The back translation was almost identical to
the original. This, together with the fact that the respondents did not express having any
problems understanding the questions means that the loss of meaning in the translation
process was minimised.

The data from scales needs to be interpreted with caution. The education and
secrecy coping scales for patients had relatively low Cronbach’s alpha values. This
suggests that each scale may not be measuring a unitary underlying construct and in this
case may be tapping into more than one coping strategy.

All data was cross sectional and more studies collecting longitudinal data are
required to confirm the relationship between stigma and help-seeking delay. Thus a
limitation of the present study is that data are correlational and no causal directions can
be assigned between stigma, carer burden and help-seeking delay.
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5. 9 Proposed Interventions to Reduce Mental Illness Stigma in Sri
Lanka
Our findings indicate that stigma was being experienced by patients and carers
and is related to help-seeking delay and carer burden. Both components of stigma
(public and self stigma) contributed to these problems. This highlights the need for
programmes to reduce both these forms of stigma in Sri Lanka.

Research has shown that contact, education and protest are interventions that can
reduce the stigma experienced by patients and carers (Corrigan & Gelb, 2006). Contact
involves increasing communication with recovered patients. Protest involves
advising the public to stop believing negative views and representations of mental
illness (Penn & Couture, 2002). However, contact and education have been shown to be
superior to protest in terms of reducing stigmatising attitudes (Corrigan River et al,
2001; Corrigan & Penn, 1999). In view of this, in the Sri Lankan setting these two
strategies could be used to reduce the impact of stigma. Protest may not be accepted in
Sri Lankan society as the culture of consumer advocacy on health related issues is not
present. Additionally, for protest to occur successfully in Sri Lanka, there is a need to
first develop appropriate advocacy groups.

5. 9. 1 Advocacy groups
Taking into consideration that a majority of patients reported feeling lonely and
out of place in the world, it is important to address social distance towards patients with
mental illness. Familiarity with persons with mental illness reduces social distance
(Angermeyer & Matschinger, 1996). A recent published review has shown that direct
social contact with people with mental illness is an effective method of reducing
stigmatisation (Thornicroft, Brohan, Kassam, & Lewis-Holmes, 2008). With regard to
contact, it is more effective when it is informal, casual, regular, and social institutions
are present to support this contact, and both groups work towards a common goal
(Hinshaw & Stier, 2008). This needs to be borne in mind when organising such
interventions in Sri Lanka. In this setting increasing contact with people with mental
illness patients could be achieved by promoting the formation of patient and carer
advocacy groups which could facilitate this process. The use of “spokes-people” (i.e.

118

prominent Sri Lankan people who have been directly affected by mental illness) who
are willing to support the cause could also be mobilised via these advocacy groups.

In this way, fostering familiarity with patients with mental illness might be
achieved through patient and carer advocacy activities in Sri Lanka. However,
identifying persons with mental illness who do not mind acknowledging their illness
and talking about it in public may be a challenge in this setting. The aim of advocacy
movements is often the reduction of stigma and discrimination. This is accomplished by
taking action to change major structural and attitudinal barriers to achieve better mental
health for patients and their families (WHO, 2003). For example, consumer and family
advocacy movements can sensitize the general public about mental illness and denounce
stigma. The WHO realises the importance of developing advocacy movements in
countries and state it as a major intervention to improve mental health care and reduce
stigma (Funk, 2005). For this to be achieved through patient and carer advocacy
activities, these groups need to be developed in Sri Lanka. Advocacy in mental health
contexts is a new concept in Sri Lanka and would require funding for these groups to be
commenced for the public sector patients and carers. Since the World Health
Organisation has stated that it recommends countries to develop the mental health
advocacy sector (WHO, 2003), it may be possible to obtain WHO funding to set up
these advocacy groups for Sri Lankan patients and carers. Advocacy would need
education programmes for families to familiarise them on what advocacy entails before
it could be implemented. These educational programmes could be conducted by mental
health workers at out-patient clinics. Even then advocacy programmes need to be tested
with families as anecdotal evidence suggests that not all families look favourably on
joining advocacy activities. However, it is encouraging to note that our results showed
that half of the patients and carers endorsed challenging as a stigma coping mechanism,
and this may indicate that patients and carers are ready to join advocacy activities.
Further, carers who were interviewed reported they were happy to discuss their stigma
experiences and this is a promising sign that advocacy efforts may be welcomed.

5. 9. 2 Empowerment of Patients
Our results show that self stigma was a problem for patients in Sri Lanka. The
goal of addressing self stigma is to empower the patients to achieve their life goals
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(Corrigan et al., 2009). Increasing self esteem through empowerment of patients is one
way to overcome self stigma. Empowerment of patients has been addressed with
consumer-operated services such as drop-in centres and educational programmes that
teach participants social and coping skills (Corrigan & Garman, 1997; Corrigan et al.,
2009). These strategies based on empowerment of patients could be adapted to address
the self stigma of Sri Lankan patients by organising patient advocacy groups as
described above. Although self stigma can be addressed by cognitive-behavioural and
narrative approaches to facilitate recovery (Yanos et al., 2008), these approaches may
not be the best way to address this problem in Sri Lanka because there are very few
trained cognitive behaviour therapists in Sri Lanka. In addition, patients may be
reluctant to verbalise and discuss their views when engaging in this therapy due to not
being exposed or educated on these types of therapies. Further research needs to be
conducted to determine what interventions will be effective to reduce self stigma in the
Sri Lankan setting.

Peer support has been used in certain countries to help people cope with stigma
where peers (people who have endured and overcome adversity associated with the
condition) offer useful support, encouragement and hope for patients (Frese, 1998).
Although peer support has been stated to help patients by creating an environment to
participate in consumer-operated services such as drop-in centres (Corrigan, Larson &
Rusch, 2009), this may not be relevant to Sri Lanka since there are no consumeroperated services. Furthermore, in the Sri Lankan setting, given the hierarchical status
where patients expect a figure of authority to give advice, patients may be less willing
to accept help from groups comprising only of peers. Anecdotal evidence suggests that
any programme would require at least one figure of authority and respect (e.g. a doctor)
involved to legitimise this in Sri Lankan settings.

5. 9. 3 Family Stigma
Apart from the stigma experienced by patients, stigma felt by family carers was
a significant problem as revealed by our results. There are many ways to help families
to cope with the stigma of mental illness. If families are given accurate information
about the causes and treatment of mental illness they can challenge prejudicial beliefs
that people may have. For this, they also need to acquire the social skills needed to be
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able to convey this information in appropriate ways in their life interactions as well as
on a wider platform perhaps in a public forum (i.e. advocacy skills). Therefore
increasing the mental health literacy of Sri Lankan carers as well as engagement in
advocacy activities mentioned previously may help them to counteract family stigma.

Given the result from this study that almost one fifth of the carers reported that
they often felt alone due to having a family member with mental illness, family
engagement in advocacy may be an important way to address this problem. Advocacy
activities for carers could overcome their isolation and result in a sense of group action
towards a common goal.

Another way to reduce family burden, including that caused by stigma, will be
to have family psycho-education programmes and mutual support groups. A study
conducted in China has demonstrated how this intervention helped families care for
their relative and improved levels of patient and family functioning (Chein, 2008). In
Sri Lanka, the two existing carer support groups could be expanded and new groups set
up in public sector hospitals. Several carers that participated in the study asked for
information about joining such a group. Apart from these measures to improve the
coping abilities of patients and families, it will also be important to address public
attitudes to mental illness.

5. 9. 4 Anti-Stigma Campaigns
Although the current research did not directly assess the general public’s
stigmatising attitudes toward people with mental illness, given patients and carers
perceptions, there is likely to be a significant proportion of the population who hold
negative attitudes. As previously noted, there is a need to also more directly assess
community attitudes towards people with mental illness and their families. Our results
showed that 76% of patients felt out of place in the world and 60% felt alone because of
their mental health problems. Carers also worried about loneliness experienced by
patients. This highlights the need for a campaign to improve attitudes of the public
towards mental illness and make people more understanding and ‘accepting’ of persons
with mental illness so that they do not feel out of place. The campaigns would need to
portray a person with mental illness as needing to be considered as a normal person, and
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not someone who is dangerous or unpredictable. Programmes have been developed to
address community stigma such as public education anti-stigma programmes. Public
education campaigns not only give information but also target attitudes to dispel
unfavourable stereotypes. For example, reducing the perceived dangerousness of
persons with mental illness is important as this belief causes fear which leads to the
stigmatisation of persons with mental illness.

Anti-stigma campaigns have been used in developed nations to reduce the
stigma attached to mental illness and improve attitudes of the public (Hickie, 2004).
Examples include the ‘Changing Minds Campaign’ in UK, ‘Beyond Blue’ in Australia,
and ‘Open the Doors’ Programme which covered most European countries. Research
has shown that social marketing strategies targeting populations are an effective means
of reducing stigma (Thornicroft et al., 2008). Social marketing theory involves the three
principles of negative demand, sensitive issues and invisible preliminary benefits
(Andreason, 2004). Negative demand refers to the challenge associated with marketing
information on mental illness that people do not particularly want to buy. This may be
overcome by using prominent Sri Lankan public figures (sportsmen, actors and
entertainers) to endorse the campaign messages. The degree of sensitivity is high for
this topic as stigma is closely associated with mental illness. The invisible preliminary
benefits refer to the fact that benefits, for example, avoiding delays in seeking treatment
for mental disorders, are often not immediately obvious. Therefore any campaign will
have to draw on the benefits of timely treatment seeking (i.e. minimising treatment
delay) such as reducing the disability due to the illness.

The logistics of setting up a social marketing campaign for mental illness in Sri
Lanka needs to be carefully considered. In the past, Sri Lanka has had success with
social marketing campaigns for leprosy (Dewapura, 1994) and it should be possible to
implement such a campaign for mental illness as well. The first step in social marketing
is identifying the problems to address in the campaign and our study provides evidence
for this by showing the impact of stigma and how it is experienced by patients and their
carers. The present study has shown how patients felt alone and out of place and
delayed seeking treatment due to stigma. Therefore campaign messages could include
increasing acceptance of persons with mental illness and their family members,
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promoting the humane aspects of people with mental illness and reducing the treatmentseeking delay due to stigma.

The content area for the public messages of this campaign needs to be thought
out carefully as research has shown that promulgating the biological concepts related to
the causation of mental illness may not contribute to a reduction in social distance, and
may in some circumstances increase it (Angermeyer, Beck & Matchinger, 2003;
Dietrich et al., 2004). It is unclear what impact such concepts might have in Sri Lanka
and there would be a need for testing on focus groups prior to widespread dissemination.
However, our data do provide some guidance for such campaigns as stated above.

Public stigma was found to be associated with help-seeking delay in the Sri
Lankan setting. Therefore stigma is likely to be a useful target for interventions to
reduce help-seeking delay in Sri Lankan patients and carers. Community awareness
programmes or campaigns can target stigma and help-seeking at the same time. This
intervention will be effective to increase treatment seeking by reducing the stigma
attached to mental illness. The ‘Defeat Depression’ campaign conducted in U.K.
promoted early treatment seeking for depression (Paykel et al., 1998). In Australia, a
schools-based programme (‘MindMatters’) involved workshops to increase mental
health literacy and promote early help-seeking for mental health problems. This
programme helped to increase mental health literacy and to some extent address stigma
and help-seeking (Wyn, Cahill, Holdsworth, Rowling & Carson, 2000). Another
programme called “Headspace” has been developed for young people to increase their
treatment seeking for mental health problems by using resources such as the Internet
(Burns, Ellis, Mackenzie & Stephens-Reicher, 2009). Some districts in Sri Lanka can
benefit from similar programmes targeting both help-seeking and stigma because
internet access is freely available in most districts in Sri Lanka.

5. 9. 5 Mental Health First Aid Programmes
Mental Health First Aid (MHFA) training has been used successfully and
documented to reduce social distance to persons with mental illness in Australia
(Kitchener & Jorm, 2005). The Mental Health First Aid programme trains the public to
give ‘first aid’ or early help to persons who are developing mental health problems and

123

to help in crisis situations. It is a brief training programme lasting one day which is
usually targeted at organisations that are likely to come into contact with people with
mental health problems. This approach can be utilised in Sri Lanka by perhaps first
targeting training of primary healthcare workers as MHFA instructors. Once they are
trained these grass-roots workers could disseminate the MHFA training to other
segments of the community. Organisations such as the police, social services and
education services staff could also be included in this training. This programme should
also target major employers as over a quarter of the Sri Lankan patients had experienced
discriminatory experiences in relation to employment. The manual for Mental Health
First Aid training has already been translated into the Sinhalese language and this will
facilitate commencement of this training programme for primary healthcare workers in
Sri Lanka (Sujeevan et al., 2005). The manual has not been widely distributed yet. The
authors have been contacted and arrangements made to have copies available for
training of Primary Health Care Workers. The NGO involved in the publication of this
manual could be approached to co-ordinate the MHFA programme in Colombo. The
programme could be implemented subsequently in other districts.

This research into the stigma experienced by patients and carers provides a
foundation for further research in this area. The data presented in this study can be used
as a baseline measure of perceived stigma in Sri Lanka, and highlight the need for
public health or anti-stigma interventions (e.g. advocacy groups, education campaigns,
and support groups).

5. 10 Future Research
Intra-familial stigma has not been focused on in this research and this warrants
further attention with more research studies looking at how much the family members
may contribute to perceptions of stigma experienced by the person with mental illness.
Studies in other countries have shown self stigma to exist among family members
(Tsang et al., 2003). This issue will be worth studying as it is documented that self
stigma in family members adds to carer burden and impedes coping in carers (Tsang et
al.).
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This study has not addressed structural discrimination which is the
discrimination occurring through institutions, the criminal justice system and the legal
and political systems. An example of structural discrimination is the unequal
distribution of resources based on the belief that mental illness cannot be cured, which
results in the poor quality of mental health services (Tsao, Tummala & Roberts, 2008).
This structural discrimination needs to be assessed in the Sri Lankan setting through
further research in order to improve the mental health, education and social services in
the country. This intervention will go hand in hand with reducing stigma.

As noted earlier, research needs to be conducted into public attitudes to mental
illness as participants in the study reported experiencing stigmatizing attitudes from the
public. Given the high reported level of mental illness stigma in relation to marriage,
another area for research is to explore mental illness stigma and its impact on
marriageability, and the relationship between stigma and marital outcome.

Intervention studies to assess the effectiveness of the antistigma interventions
proposed above can also be conducted. Stigma levels in the community may be
measured before and after these interventions. These evaluations would be useful to
demonstrate the effect of these campaigns and evaluate them to ensure they are meeting
the aim of reducing stigma. For example, the Beyond Blue (national depression
initiative) campaign on depression in Australia showed that there was an increase in the
belief that depression is treatable in the states in which this public health campaign was
implemented but not in states where there was no campaign (Jorm, Christensen &
Griffiths, 2005). Another study conducted in Germany showed a significant reduction in
social distance towards persons with schizophrenia from 2001 to 2004 in cities that
implemented an antistigma programme (Gaebel et al., 2008). In this manner any
antistigma interventions in Sri Lanka will have to be evaluated.

Finally, the present study was only an initial exploration of stigma, and some
aspects of the experience of stigma related to patient-carer dyads such as why they
prefer to use avoidant coping strategies can be elaborated in future studies.
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5. 11 Conclusions
Study 1 demonstrates the nature of stigma experienced by Sri Lankan patients
and their carers. Disclosure of mental illness was found to be a significant issue for both
patients and carers. The effect of stigma on marriage was identified by both patients and
carers as an important problem. The results suggest that Sri Lankan patients internalise
the stigma of mental illness and develop self stigma. Both public stigma and self stigma
were reported as pertinent problems by this study population.

The study reveals that withdrawal and secrecy are endorsed significantly more
than education as stigma coping strategies, and withdrawal is endorsed significantly
more than challenge by both patients as well as carers in Sri Lanka, This reliance on
avoidance coping strategies such as withdrawal and secrecy are potentially problematic
because the literature has demonstrated that withdrawal can lead to heightened
perception of stigma (Vauth et al., 2007).

With reference to seeking help for mental illness, attitudinal barriers to treatment
such as stigma were found to be more important than structural barriers (lack of services,
high cost for accessing services, etc.). Stigma was found to be positively correlated with
treatment delay. Further, the impact of stigma on help-seeking was indicated by carer
stigma predicting 20% of variability in help-seeking delay. Carer burden in the present
study was lower than carer burden reported in other Asian countries. However stigma of
carers was found to be significantly positively related to carer burden.

All these findings stress the need to reduce stigma related to mental illness in Sri
Lanka. Addressing stigma will, in addition, potentially reduce recent help-seeking delay
and carer burden. In view of this, it is recommended that patient education on stigma, its
effects and stigma coping strategies is increased and patient and carer support groups
are set up. Low mental health literacy was suspected amongst the patients in this study
and this could also be addressed through these efforts. Therefore public health
campaigns that both reduce stigma and improve mental health literacy in the general
population are warranted. Psycho-education groups for families would help provide a
forum for discussion and resolution of problems, the sharing of effective coping
mechanisms, and mutual assistance. Advocacy groups for patients and carers could be
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established to increase contact of the public with recovered patients in order to improve
public attitudes to mental illness. Anti-stigma campaigns could also address this public
stigma. School children, employers, education sector personnel and primary healthcare
workers could be targeted with Mental Health First Aid training. Prior to providing this
mental health training to primary healthcare workers, it may be useful to look at
healthcare workers’ attitudes towards people with mental illness and explore their
specific beliefs that may contribute to stigma.

It is important to study the attitudes of doctors to mental illness because they
come in direct contact with patients and may be a powerful source of advocacy for those
with mental illness. Doctors can potentially be powerful spokes people, so better
understanding their attitudes towards people with mental illness, will inform how
effective they might be in such roles. The next study (Study 2) further examines stigma
in the Sri Lankan setting by investigating the stigmatising attitudes of medical students
and doctors towards patients with mental illness.
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CHAPTER SIX

DOCTORS’ AND MEDICAL UNDERGRADUATES’
ATTITUDES TOWARD MENTAL ILLNESS 2
6. 1 Introduction
Stigma and discrimination contribute to the burden caused by mental illness
and can significantly disrupt help-seeking, treatment and rehabilitation (Byrne, 1997;
World Heath Organisation, 2001). Stigmatising attitudes include assumptions such as,
beliefs that people with mental illness people are responsible for their illness, they
have weak character, they are incompetent, dangerous and violent people and that they
should not be allowed to live near other people (Corrigan, 2005; Link, Phelan,
Bresnahan, Steuve & Pescosolido, 1999). These attitudes may be held by patients (self
stigma), the general community and health professionals.

Medical professionals as gatekeepers to the healthcare system, have a critical
role in diminishing or worsening the impact of stigma related to mental illness (Fink &
Tasman, 1992). A survey of 556 persons with mental illness in the U.K., highlighted
that 44% of patients had experienced discrimination by their General Practitioners and
32% experienced discrimination by other healthcare professionals (Mental Health
Foundation, 2000). German patients who described their experiences in medical
consultations also reported stigmatization, being treated with disrespect and being
made to wait for longer periods than those with no mental illness (Schulze &
Angermeyer, 2003). Further, they complained of not having their physical complaints
taken seriously. This highlights the importance of identifying and addressing
stigmatizing attitudes held by doctors.
Concerns about stigmatizing attitudes among medical professionals indicate the
importance of understanding their attitudes during training. Research from developed
nations have drawn attention to this fact. For example, a study conducted in the U.K. on
2

Most of what is reported here appears in Social Psychiatry and Psychiatric Epidemiology in the article
titled ‘Sri Lankan doctors’ and medical undergraduates’ attitudes towards mental illness’ DOI
10.1007/s00127-009-0113-6.
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attitudes towards mental illness among 184 doctors and 335 medical students revealed
negative attitudes toward people with schizophrenia and those with drug and alcohol
addictions (Mukherjee, Fialho, Wijetunge, Checinski & Surgenor, 2002). Over 50% of
the sample believed that these persons were unpredictable and dangerous. It was found
that clinical students had similar attitudes to junior doctors.

These stigmatizing attitudes towards patients with mental illness are also
present in developing nations. A study in Pakistan showed that over half of 294
medical students had negative attitudes toward people with schizophrenia, depression
or drug and alcohol problems (Naeem et al., 2006). A limitation of this study was that
most of the doctors were from junior grades. A study conducted in Nigeria, addressed
this limitation and included only doctors who had more than one year of postqualification experience (Adewuya & Oguntade, 2007). They report 64% of the 312
doctors had high social distance towards patients with mental illness. Furthermore, in
response to vignettes describing a person with schizophrenia or depression, 452
Turkish medical students showed that final year students (n = 222) had more positive
attitudes towards patients than second year students (n = 230) (Ay, Save & Fidanoglu,
2005). Students in the first two years of study had no clinical experience in psychiatry
settings, whereas final year students had completed their psychiatry rotations. The
authors suggest this finding may reflect the fact that final year students had the
opportunity for contact and interactions with persons with mental illnesses. However,
significantly more final year students (39%) than second year students (25%) indicated
that patients with schizophrenia were dangerous. Also more final year students (32%)
had stated that schizophrenia was not curable when compared to second year students
(12%). This shows how medical education may not necessarily improve all attitudes in
relation to patients with mental illness.

Stigmatizing attitudes amongst medical professionals appear ubiquitous across
cultures and it has been suggested that medical education has the potential to both
aggravate and reduce stigma (Ay et al., 2005). A study conducted with medical
students, doctors, and other hospital workers in Greece suggests that negative attitudes
may be modified by the level of education and direct contact with people with
psychiatric illnesses (Arvaniti et al., 2008). This provides some hope that stigmatizing
attitudes may be modifiable with appropriate educational intervention and experience.
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Stigma toward psychiatric patients in Sri Lanka and similar cultures has
potentially serious social implications. For example, a study of Sri Lankan medical
educators showed that three quarters (42/168) stated they were unwilling to work with a
colleague who had made a complete recovery following a psychotic illness
(Jayawardana & Fernando, 2005). Stigmatizing attitudes present in doctors may also
reduce the retention of patients in treatment and thereby damage outcomes. Sri Lankan
patients who come to consult with doctors are in a subordinate social ranking to doctors
and the stigmatizing attitudes of doctors can potentially have a more negative impact on
retention of patients in treatment in this situation. These negative consequences of
stigma are somewhat anomalous given the observation that patients with mental illness
in developing nations often have better social and clinical outcomes than their
counterparts in industrialised nations (Leff, Sartorius, Jablensky, Korten & Ernberg,
1992). Further, the reasons cited for better social and clinical outcomes in these contexts
are better tolerance and acceptance of patients (Leff et al.). However, the results from
Study 1 that report three fourths of Sri Lankan patients felt out of place in the world and
almost half of the patients had been angry at the way people had reacted to their mental
health problems, appear to somewhat contradict this statement because these findings
are not consistent with a society that tolerates and accepts those with mental illness.

6. 2 Research Aims
As shown above, although doctors’ attitudes contribute to stigma and helpseeking delay, there have been no published surveys of attitudes held by medical
professionals toward people with mental illness in Sri Lanka. The first aim of this study
was to explore and describe the attitudes of doctors and medical students toward
different mental illnesses. The second aim was to compare the results with equivalent
international data in order to quantify cross-cultural differences in stigmatizing attitudes
and identify targets for attitude change. The results of this study will also have
implications for the training of doctors in Sri Lanka since negative attitudes in health
professionals may compound problems with respect to seeking treatment for mental
illness.
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CHAPTER SEVEN

METHOD FOR DOCTOR AND MEDICAL
UNDERGRADUATES SURVEY

7. 1 Design
This is a cross-sectional descriptive study. The research into attitudes of doctors
and undergraduates towards persons with mental illness were collected using structured
questionnaires from undergraduates of the Faculty of Medicine in Colombo and doctors
from the National Hospital of Sri Lanka. The questionnaires were self-administered and
they were in English as medical education in Sri Lanka is taught in English. Prior to
commencing the study, ethical clearance was obtained from the Human Research Ethics
Committee of the University of Wollongong, the Faculty of Medicine of the University
of Colombo and the National Hospital of Sri Lanka (see Appendices 1, 2 and 3).

7. 2 Research Setting
The Faculty of Medicine of the University of Colombo was used to recruit the
undergraduates for this study. The Faculty of Medicine is affiliated to the National
Hospital of Sri Lanka which is the largest tertiary referral centre in the country. The
National Hospital provides all sub-specialities of medicine and surgery. The Faculty of
Medicine provides a five year undergraduate entry medical education. This medical
school has 1062 students across the five years of training. Behavioural sciences
education runs through the entire five years of training and students complete a two
week rotation in the Psychiatric Hospital during the third or fourth year of their training.
However, the majority of clinical psychiatric experience is gained in the fifth year when
students undertake a rotation of general adult psychiatry (three weeks) and of child/
adolescent and community psychiatry (three weeks).
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7. 3 Participants
Data was gathered from undergraduates of the Faculty of Medicine in the
University of Colombo and doctors working in surgical and medical wards of the
National Hospital of Sri Lanka. A total of 574 students from the Colombo Medical
Faculty completed and returned the surveys. The main reason for non participation was
likely due to students not being present for the lecture when the questionnaire was
administered. As the questionnaire responses were anonymous there was no way to
determine how non-participants differed from participants. Moreover, attendance at
lectures is not compulsory, and therefore it was not possible to make any evidencebased inference about the ways that participants differed from non-participants.
Previous studies completed using student samples in this setting have revealed that
about two thirds of the total student population attend lectures. However, it was clear
that the response rate from students who did attend the lectures was very high
(estimated at 99%) and we believe that the non-participants among medical students
were almost exclusively those who were not present at the lecture when the
questionnaire was distributed.

Of the 200 questionnaires distributed to the doctors, 72 were completed and
returned providing a response rate of approximately 36%. The doctors’ questionnaires
were distributed to the doctors in the wards. They were completed anonymously so
those who returned them were not identifiable. Therefore, it was not possible to
ascertain characteristics of doctors who did not complete them. However, the results
show that it was mostly junior grade doctors who completed and returned the
questionnaires.

The total sample of 646 respondents consisted of 309 (47.8%) males and 337
(52.2%) females, with 91% being in the 19 – 30 year age group. The 574
undergraduates made up 88.8% of the study sample. In this sub-sample, 99.8% were
between the ages of 19 and 26 years (mean age was 22.3 years) and 52.8% were males.
Of the undergraduates 299 were clinical and 275 pre clinical. Half of the 72 doctors
were in medical specialties. Their mean age was 32.3 years. The years of experience of
the doctors ranged from 1 to 20 years and 52.8% had less than four years of experience.
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7. 4 Procedure
7. 4. 1 Recruitment of Participants

The recruitment of participants occurred from April 2008 to September 2008.
The undergraduate students were recruited after their lectures. The principal investigator
distributed the questionnaires at the lecture theatre after a lecture and collected them
after completion which took approximately 15 minutes. For doctors, the principal
investigator went to the wards of the National Hospital of Sri Lanka and distributed the
questionnaires. Completed questionnaires were collected from the wards the next day.

7. 5 Measures
A pilot test of the questionnaire was conducted with 15 Sri Lankan university
students from several disciplines and no problems with comprehension were
encountered so no changes to the original questionnaires were made. These 15 were not
included in subsequent analyses.

The measure selected for this study was the same as that used by Mukherjee et
al., (2002). Mukherjee et al. adapted this measure from Crisp et al.’s (2000)
questionnaire that was developed to assess stigma as part of the “Changing Minds”
campaign in the U.K. Mukherjee et al. adapted Crisp et al’s questionnaire into a self
report measure. No psychometric properties have been reported for this measure. It
comprises eight statements regarding perceptions of persons with mental illness being a
danger to others, unpredictable, hard to talk to, feeling different to other patients, having
themselves to blame for illness, needing to pull themselves together, not improving with
treatment, and never recovering. (e.g., “A patient with schizophrenia is a danger to
others”; see Table 8.4 for other items). All the items were rated on a Likert scale
ranging from 1=‘strongly agree’ to 5=‘strongly disagree’. All items were rated for
patients with six different mental disorders: severe depression, schizophrenia, panic
attacks, dementia, eating disorders, drug and alcohol addiction. The research instrument
was used in studies of doctors and medical students in the U.K. (Mukherjee et al.) and
in Pakistan (Naeem et al., 2006) offering the opportunity to provide comparative data
with the present study. Unlike Mukherjee et al, eating disorders were excluded from the
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present study because anecdotal experience indicates that eating disorders are rarely
seen in Sri Lankan psychiatric clinics and evidence suggests it is not commonly
encountered in clinical practice in Asian countries (e.g., Gelder, Lopez Ibor &
Andreason, 2004, p. 837). Similarly, eating disorders were omitted in the study
conducted in Pakistan using the same study instrument (Naeem et al., 2006). The
questionnaire begins with demographic items including age, sex and medical specialism
and, for medical students, the year of study. See Appendix 6 for the questionnaire.

7. 6 Overview of Analysis
All the data were analysed using SPSS v.15 statistical package. To allow
comparisons, undergraduates’ and doctors’ surveys were analyzed using the same
method as Crisp et al. (2000) who classed participants as having a negative attitude if
they endorsed ‘strongly agree’ or ‘agree’ on the five-point scale.

Within the Sri Lankan sample, comparison across the disorders and across the
attitude statements is also provided. Across disorders, Friedman’s tests were used to
determine differences between the disorders. This was followed by a series of Wilcoxon
ranks tests to identify where these differences were occurring.

A more detailed analysis of attitudes toward alcohol disorders, depression and
schizophrenia was conducted as they are the most frequently occurring disorders in the
Sri Lanka (Ministry of Healthcare and Nutrition Sri Lanka, 2008). Of the eight attitude
statements, the following four statements were chosen for this detailed analysis: danger
to others, hard to talk to, self to blame and no improvement if treated. A series of non
parametric analyses were conducted for these comparisons because the variables were
not normally distributed. Friedman’s tests were performed to ascertain whether there
were any differences between attitudes. This was followed by Wilcoxon ranks tests to
identify where the differences were occurring between attitudes.

In the undergraduate survey, comparisons between preclinical and clinical
students were conducted to look at the difference in attitudes gained with increasing
experience in medical school. An independent samples t-test was used to compare these
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samples. The attitudes of doctors and medical students were also compared using
independent samples t-tests.

A descriptive comparison with data from U.K. (Mukherjee et al., 2002) and
Pakistan (Naeem et al., 2006) was also conducted. The results of these analyses are
presented in the next section.
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CHAPTER EIGHT
RESULTS OF THE DOCTOR AND MEDICAL
UNDERGRADUATE SURVEY
8. 1 Stigmatizing Attitudes Reported by the Sri Lankan Sample
In the Sri Lankan sample, the disorders with the highest negative attitudes were
depression, schizophrenia, drug addiction and alcohol addiction (See Table 8.1). The
substance use disorders were stigmatized more than the other disorders with over 75%
reporting that patients with drug and alcohol disorders were a danger to others. More
than half of the Sri Lankan sample stated that patients with schizophrenia were hard to
talk to and felt different to other patients. In the case of depression, over half of the
participants reported that patients were unpredictable, hard to talk to, and felt different
from other patients. Over 70% thought that patients with schizophrenia, depression,
drug addiction and alcohol addiction were unpredictable.

Considering overall attitudes towards persons with mental illness, 64% of
respondents endorsed the belief that persons with mental illness were unpredictable,
57% stated they felt different from other patients, 48% said they were a danger to others,
47% reported it was hard to talk to them, 39% said they needed to pull themselves
together, and 28% said they had themselves to blame for their condition.

For each of the eight attitude items a mean was calculated. Lower mean scores
indicated greater agreement with each item which reflected more negative attitudes.
Means across all items showed that the most negative attitudes were present for
unpredictability (mean = 2.41, SD = 0.51), felt different (mean = 2.50, SD = 0.52),
danger to others (mean = 2.73, SD = 0.55), hard to talk to (mean = 2.73, SD = 0.57),
pull self together (mean = 2.74, SD = 0.58) and have selves to blame (mean = 2.99, SD
= 0.51). However, the least negative attitudes were reported for the attitude items, no
improvement if treated (mean = 4.00, SD = 0.58) and no recovery (mean = 3.81, SD =
0.62). This suggests that respondents thought recovery was possible with treatment.
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For each disorder a mean attitudes score was calculated using the 8-items. The
means were not normally distributed across disorders so a series of nonparametric
analyses were conducted. A Friedman’s test was used in order to assess whether there
were differences in attitudes between disorders. This indicated significant differences
between the disorders (X2 = 398.68 (corrected for ties), df = 5 N – Ties = 646 p =
0.00). The mean ranks for the disorders are provided in Table 8.1. The most negative
attitudes were recorded for drug addiction, followed by, alcohol addiction,
schizophrenia, depression, panic disorder and dementia.

A series of Wilcoxon Signed Ranks tests was conducted between all pairs of
disorders to determine where these differences were occurring. A Bonferroni adjustment
was used (p < .003) to control for the multiple comparisons. There were significant
differences between all pairs except for between panic disorder and dementia and
between alcohol and drug addiction.

Table 8. 1 Distribution of the Mean Ranks (N =646)

Disorder

Mean Rank

Drug addiction

2.65

Alcohol addiction

2.89

Schizophrenia

3.35

Depression

3.86

Panic disorder

4.11

Dementia

4.14

Note: lower values represent higher negative attitudes

8. 1. 1 Differences in Specific Stigmatising Beliefs
The following analysis focused on only three disorders – schizophrenia,
depression and alcohol addiction primarily to reduce the number of comparisons and
reduce the risk of Type-I-error. These disorders were chosen because they are the most
frequently occurring mental illnesses reported in Sri Lanka (Department of Healthcare
and Nutrition Sri Lanka, 2008). Panic disorder and dementia were excluded because
they had the lowest levels of stigma. Drug addiction was excluded because it was
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equivalent in levels of stigma to alcohol but as noted, alcohol was a more prevalent
presenting problem in Sri Lanka.
The statements chosen were, being a danger to others, being hard to talk to,
having themselves to blame and no improvement if treated. Each of these represented
the four main attitudinal themes in the questionnaire. The means were not normally
distributed across disorders so non-parametric analyses were conducted. Initially
Friedmans’ tests were used to determine where there were differences in each attitude
between disorders. These were followed by a series of Wilcoxon Signed Ranks tests to
assess differences between each pair of disorders. A Bonferroni adjustment (p < .004)
was used to control for the multiple paired comparisons.

8. 1. 1. 1 Danger to others
The Friedman two way ANOVA indicated that the opinion that a person with a
mental illness was a danger to others varied significantly across the three disorders
(depression, schizophrenia and alcohol addiction), X2 = 380.73 (corrected for ties), df =
2 N – Ties = 645 p = 0.00. Follow-up pair-wise comparisons with the Wilcoxon –
Signed Rank test showed that there was a significant difference in danger to others
between schizophrenia and depression T = 18002, z = -10.63(corrected for ties), N - Ties
= 416, p = 0.00, two tailed. A significant difference was also found between
schizophrenia and alcohol addiction (T = 13806, z = -10.59, p = 0.00), and depression
and alcohol addiction (T = 9909, z = -16.05, p = 0.00). Patients with alcohol disorders
were considered the most dangerous, followed by those with schizophrenia and
depression.
8. 1. 1. 2 Hard to talk to
The Friedman’s test indicated that the opinion that a person with a mental illness
was hard to talk to varied significantly across the three disorders, X2 = 6.12(corrected
for ties), df = 2 N – Ties = 644 p = 0.047. However, the Wilcoxon –Signed Rank test
revealed no significant difference between the disorders.
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8. 1. 1. 3 Themselves to blame
The Friedman’s test indicated that the belief that a person with a mental illness
had themselves to blame for their condition varied significantly across the three
disorders, X2 = 96.01 (corrected for ties), df = 2 N – Ties = 637 p = 0.00. Follow-up
comparisons with the Wilcoxon Signed Rank test showed that there was a significant
difference in ‘have themselves to blame’ between schizophrenia and depression T =
38280, z = -5.245(corrected for ties), N - Ties = 341, p = 0.00, two tailed. A significant
difference was also found between schizophrenia and alcohol addiction (T = 18147, z =
-10.22, p = 0.00), and depression and alcohol addiction (T = 31453, z =-5.67, p = 0.00).
Therefore, it is seen that the blame for conditions was highest with alcohol disorders,
followed by depression, and with schizophrenia having the least blame.

8. 1. 1. 4 No improvement if treated
The opinion that a person with a mental illness had no improvement if treated
varied significantly across the three disorders, X2 = 90.87 (corrected for ties), df = 2 N
– Ties = 646 p = 0.00. Follow-up pair-wise comparisons with the Wilcoxon –Signed
Rank test showed that there was a significant difference in no improvement if treated
between schizophrenia and depression T = 35988, z = -9.628(corrected for ties), N Ties = 299, p = .000, two tailed. A significant difference was also found between
schizophrenia and alcohol addiction (T = 29596, z = -2.47, p = .013), and depression
and alcohol addiction (T = 17232, z = -6.19, p = .000). Again highest numbers reported
that persons with alcohol disorders had no improvement if treated, followed by
schizophrenia and depression.
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8. 2 Comparison of Clinical and Pre-clinical Students
The mean values for each disorder in clinical and preclinical students is provided
in Table 8.2. The means for each disorder were calculated to compare the values
obtained by the preclinical and clinical students. Shapiro-Wilk statistics were not
significant indicating that the assumption of normality was not violated. Levene’s test
was also not significant, thus equal variance can be assumed. Thus, independent
samples t-tests were used to compare the means between these two groups.

Table 8. 2 Distribution of Mean values across disorders for clinical and preclinical students

Disorder

Preclinical Students

Clinical Students

(N = 275)

(N = 299)

Mean

SD

Mean

SD

Schizophrenia

2.93

0.45

2.94

0.40

Depression

3.02

0.42

3.07

0.42

Alcohol addiction

2.84

0.49

2.83

0.56

Drug addiction

2.79

0.48

2.80

0.51

Panic disorder

3.05

0.46

3.10

0.46

Dementia

3.06

0.46

3.16

0.51

Note: lower values represent higher negative attitudes

There were no significant differences between preclinical and clinical students’
attitudes toward, depression, schizophrenia, panic disorder, alcohol or drug addictions.
However, there was a significant difference in attitudes in the case of dementia (t (572)
= -2.44, p = 0.004, two-tailed, preclinical students, M = 3.06, SD = 0.46; clinical
students, M = 3.16, SD = 0.51).

The overall mean score of the preclinical students across all disorders was 2.95
and that of the clinical students was 2.98. There were no significant differences between
preclinical and clinical students’ overall mean scores (p > .05).
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8. 3 Comparison of Medical Students and Doctors
The comparison of the mean scores obtained for doctors and medical students
are provided in Table 8.3.

Table 8. 3 Distribution of the Mean values across disorders for doctors and
medical students

Disorder

Doctors

Medical Students

(N = 72)

(N = 574)

Mean

SD

Mean

SD

Schizophrenia

3.20

0.43

2.93

0.42

Depression

3.24

0.47

3.04

0.42

Alcohol addiction

2.90

0.56

2.83

0.53

Drug addiction

2.87

0.51

2.79

0.49

Panic disorder

3.58

0.55

3.07

0.47

Dementia

3.28

0.48

3.11

0.49

Note: lower values represent higher negative attitudes

The overall mean score across all disorders of the doctors was 3.18. An
independent samples t-test conducted on the doctors and students was statistically
significant showing that the medical students (M = 2.97, SD = 0.33) had more negative
attitudes than the doctors (M = 3.18, SD = 0.33 ) t (644) = -5.20, p < .001, 2-tailed.
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8. 4 Descriptive Comparison of Attitudes Between the Sri Lankan and
U.K. Samples
The Sri Lankan and U.K. study (Mukherjee et al. 2002) attitudes were compared
by identifying differences of more than 15% between the responses. Table 8.4 provides
percentage endorsement for descriptive comparison of attitudes to mental illness
between Sri Lanka and the U.K. In these comparisons an attitude was classed as
“negative” if the respondents endorsed ‘strongly agree’ or ‘agree’ on the five-point scale.
These differences were seen in depression, alcohol addiction, drug addiction and panic
disorder, with higher levels of stigma reported in the Sri Lankan sample. For example,
Sri Lankan medical personnel perceived patients with severe depression, alcohol
addiction, drug addiction and panic disorder as being more of a danger to others than
did the U.K. medical personnel. Patients with depression were reported as more
unpredictable and attributed with higher blame for their condition by the Sri
Lankan sample when compared with the U.K. sample.

There was a complex picture for schizophrenia with some attitudes higher and
some lower. For schizophrenia, unpredictability, felt different from other patients and
never recover, had more negative attitudes in the U.K. sample whereas, selves to blame
and pull self together had more negative attitudes in the Sri Lankan sample. Therefore it
is seen that Sri Lankans had less stigmatizing attitudes towards schizophrenia than the
U.K. sample. For dementia there were no marked differences between the two countries.

Overall, blame for illness and pull self together had consistently higher scores
across all disorders in the Sri Lankan sample when compared with the British sample.
However, “pull self together” is not a common colloquialism in Sri Lanka which
suggests caution in interpreting this result. Additionally, almost half the respondents
(48%) in Sri Lanka perceived persons with mental illness as dangerous, whereas this
was only endorsed by 34% of the U.K. sample.
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Table 8. 4 Attitudes of Sri Lankan medical students and doctors by type of mental
illness: Percentage of respondents holding negative attitudes (95% CI)1.
Comparative British data is given in italics (from Mukherjee et al., 2002)

Opinion

Type of Illness
Severe

Alcohol

Schizo-

Dementia

Drug

Panic

addiction

disorder

depression addiction

Phrenia

Danger to

28.3

49.2

24.3

81.0

28.5

others

(24.9–31.7) (74.1–80.4)

(45.4–53.0)

(21.1–27.6)

(78.0–83.9)

(25.1-31.9)

12.4

50.8

54.4

13.7

60.8

12.2

Unpredict

70.6

71.8

70.8

47.9

75.6

48.4

Able

(67.2–74.1) (68.4–75.2)

(67.4–74.2)

(44.2–51.7)

(72.4–78.8)

(44.7–52.2)

77.3

44.9

64.4

84.9

54.2

76.2

56.4

Hard to talk

55.1

52.9

45.1

38.4

52.1

38.5

to

(51.3–58.8) (49.1–56.6)

(41.4-48.9)

(34.7–42.1)

(48.3–55.8)

(34.8–42.1)

62.2

34.6

54.2

63.6

35.2

22.3

Feel different 69.2

52.8

60.6

44.2

58.4

57.0

(56.9–64.2)

(40.4–47.9)

(54.7–62.2)

(53.3–60.8)

(65.7–72.7) (49.0–56.6)
77.7

32

75.1

37.9

34.8

57.8

Selves to

32.4

44.4

17.6

16.9

42.1

24.6

blame

(28.9–36.0) (40.6–48.1)

(14.8–20.5)

(14.1-19.7)

(38.3– 45.8) (21.3–27.8)

8.5

37.3

0.8

0.4

39

5.4

Pull self

46.2

47.2

30.1

26.3

48.5

36.5

together

(42.4–50.0) (43.5–51.0)

(26.6–33.6)

(22.1–29.6)

(44.7–52.3)

(32.9–40.2)

3.5

20

1.2

0

20.7

6

4.1

11.5

9.0

12.8

11.0

8.1

improvement (2.6–5.6)

(9.1–13.9)

(6.8–11.2)

(10.3–15.4)

(8.6–13.3)

(6.1–10.2)

if treated

1.2

2.7

2.9

35.1

3.7

16.7

Never

2.6

7.54

5.8

17.1

6.1

5.0

recover

(1.4–3.9)

(5.6–9.5)

(4.0–7.5)

(14.3–20.0)

(4.2–7.9)

(3.4–6.7)

2.5

8.1

21.1

63

5.2

3.7

No

1

Note: Percentages calculated based on “negative” attitudes which was the number of
respondents who endorsed ‘strongly agree’ or ‘agree’ on the five-point scale.
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8. 5 Descriptive Comparison of Attitudes Between the Sri Lankan and
Pakistan Samples
A similar method was used to compare the Sri Lankan sample with a sample of
195 medical students and 99 doctors from Pakistan (Naeem et al., 2006). Descriptive
comparisons are made but as a guide, where there were differences in attitudes of more
than 15% between the two samples these are highlighted.

The Pakistan sample had similar endorsement of attitudes to schizophrenia,
alcohol addiction and drug addiction when compared to the Sri Lankan sample.
However, Pakistani medical students and doctors reported that persons with depression
had themselves to blame for the condition more than did the Sri Lankan sample. The Sri
Lankan sample reported patients with depression as more unpredictable than reported
by the Pakistani medical professionals. The comparative data are provided in Table 8.5.

Overall fewer differences in attitudes were present between the Sri Lankan and
Pakistan samples, than those between the Sri Lankan and U.K. samples. There were
similar attitudes in the two Asian countries. For example, both Sri Lankan (48%) and
Pakistani (46%) medical professionals endorsed higher perceptions of dangerousness of
persons with mental illness than did the U.K. sample (34%). Similarly, blame for the
condition was almost double the endorsed percentage in Sri Lanka (30%) and Pakistan
(37%) in comparison with U.K. data (15%).
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Table 8. 5 Comparison of attitudes of Sri Lankan and Pakistani medical students
and doctors to mental illness: Percentage of respondents holding negative attitudes
(95% CI) 1. Comparative data from Pakistan is given in italics (Naeem et al., 2006)

Opinion

Type of illness
Severe

Alcohol

Schizo-

depression

addiction

phrenia

Danger to

28.3

77.3

49.2

others

(24.9–31.7)

(74.1–80.4)

(45.4 –53.0) (21.1 –27.6) (78.0 – 83.9) (25.1-31.9)

20.7

78.7

54.7

14.3

74.3

35.7

Unpredictable 70.6

71.8

70.8

47.9

75.6

48.4

24.3

Drug

Panic

addiction

disorder

81.0

28.5

(67.2 – 74.1) (68.4 – 75.2)

(67.4 –74.2) (44.2 – 51.7) (72.4 – 78.8) (44.7 –52.2)

50

69

77

34.7

64.7

49.0

52.9

45.1

38.4

52.1

38.5

(51.3 – 58.8) (49.1 –56.6)

(41.4–48.9)

(34.7 – 42.1) (48.3 – 55.8) (34.8 – 42.1)

51

51.7

43.3

30.7

51.7

24.7

69.2

52.8

60.6

44.2

58.4

57.0

Hard to talk to 55.1

Feel different

Dementia

(65.7 – 72.7) (49.0 –56.6)

(56.9 – 64.2) (40.4 – 47.9) (54.7 – 62.2) (53.3 – 60.8)

76

57.7

65.3

33.3

71.3

39

Selves to

32.4

44.4

17.6

16.9

42.1

24.6

blame

(28.9 – 36.0) (40.6 –48.1)

(14.8– 20.5) (14.1 -19.7) (38.3 – 45.8) (21.3 – 27.8)

76

52

16.3

8

54

16.7

Pull self

46.2

47.2

30.1

26.3

48.5

36.5

together

(42.4 – 50.0) (43.5 –51.0)

(26.6– 33.6) (22.1 – 29.6) (44.7 – 52.3) (32.9 – 40.2)

53.7

53.3

32

21.3

53.3

36.7

No

4.1

11.5

9.0

12.8

11.0

8.1

improvement

(2.6 – 5.6)

(9.1 –13.9)

(6.8– 11.2)

(10.3 – 15.4) (8.6 – 13.3)

(6.0 – 10.2)

if treated

7.7

9

15.3

46.7

11

7.0

7.54

5.8

17.1

6.1

5.0

(1.4 – 3.9)

(5.6 –9.5)

(4.0 – 7.5)

(14.3 – 20.0) (4.2 – 7.9)

(3.4 – 6.7)

3.7

5.7

12.3

43.7

8.

Never recover 2.6

6

Note: 1 Percentages calculated based on “negative” attitudes which was the number of
respondents who endorsed ‘strongly agree’ or ‘agree’ on the five-point scale.
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CHAPTER NINE
DISCUSSION OF THE DOCTOR AND MEDICAL
UNDERGRADUATE SURVEY
9. 1 Attitudes of Sri Lankan Medical Undergraduates and Doctors
The highest endorsed negative attitude towards persons with mental illness was
their unpredictability (by 64.2% of respondents). This was followed by the fact that
persons with mental illness felt different from other patients (57%), were dangerous to
others (48%) and hard to talk to (47%). All these attitudes can potentially affect the
doctor-patient interactions in a negative way. It is unfortunate that almost half the
sample of doctors and medical students considered patients with mental illness as
dangerous. This highlights the presence of the dangerousness stereotype applied to
persons with mental illness by medical personnel.

In the Sri Lankan sample, the opinion that a person with a mental illness was a
danger to others varied significantly between the three main disorders compared. Those
with alcohol disorders were viewed as most dangerous followed by those with
schizophrenia and then depression. The same trend was seen for the statement that there
will be no improvement if the mental disorder is treated. The belief that the mentally ill
have themselves to blame also varied significantly and was greatest with alcohol
disorders followed by depression and schizophrenia. Overall, across statements the
alcohol disorders were the most stigmatized.

Higher stigmatization of the substance use disorders were reported in the Sri
Lankan sample with over 40% agreeing with the statement that people who have these
disorders have themselves to blame. This may also be explained by the fact that the
other disorders (schizophrenia, panic disorder, dementia and depression) are considered
more as “mental” disorders than are substance abuse problems. Alcohol and drug
addiction are perceived as predominantly behavioural problems that are more under the
control of the person. This may account for the higher stigmatization of these disorders,
particularly around the issue of blame or responsibility for different disorders, in the Sri
Lankan context. However, it should be noted that this explanation is only speculative
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and based on the arguable premise that because addictions involve the taking of a
substance, the person merely needs to cease this behaviour to resolve this problem. For
the other mental disorders such a clear behavioural component related to the “cause”
and maintenance of the illness is usually not present. Furthermore, other mental
illnesses such as schizophrenia have more widely recognized biological bases such as
chemical imbalances in the brain as aetiology. Another factor contributing to the high
stigmatisation of substance use disorders is the perception of addiction as a moral
weakness. A public opinion survey in the U.S.A. has shown that 63% of the 1000
members of the general public surveyed believed alcoholism was a moral weakness
(Stephen, 2006). It is possible that these views regarding addiction being a moral
weakness are present in Sri Lanka too and contribute to the high stigmatisation of the
substance use disorders observed in this study. Additionally, recent research from the
U.S.A. has shown that addiction to drugs was perceived as more dangerous and
blameworthy than having a mental illness (Corrigan, Kuwabara & O’Shaughnessy,
2009). The present study indicates that almost 80% of the respondents perceived
persons with drug and alcohol addictions as dangerous and 43% perceived them as
blameworthy for their condition. This contrasts with results for the other mental
illnesses, where 33% were considered dangerous and 23% blameworthy for their mental
illnesses, This highlights the presence of more stigmatising attitudes towards substance
use disorders than the other mental disorders in Sri Lanka.

It might be expected that doctors and medical students should have a more
tolerant attitude to those with mental illness because their work involves treating
individuals with these problems. However, this study shows that they too have
stigmatizing attitudes. This level of stigmatization may be due to contact with patients
with severe mental illness predominantly in the hospital setting. The doctors more often
see patients when they are acutely unwell and patients may be agitated and aggressive in
this situation. They may see patients who keep returning, giving the impression that
they are not recovering. Furthermore, patients who do recover are not seen frequently.
These experiences could increase perceptions that people with mental illness are
dangerous and do not recover. Further, research has shown that clinicians who only treat
persons with severe mental illness, develop an unfavourable view on the outcome of
mental illness (Burti & Mosher, 2003). In the U.K. study, medical students showed an
improvement in attitudes following undergraduate training (Mukherjee et al., 2002).
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However, this trend was not seen in the Sri Lankan student sample. A possible reason
for this may be that only a small proportion of the Sri Lankan students in the fifth year
had undergone their main clinical appointment in psychiatry. This placement occurs
during the fifth year of training and at the time of data collection, the majority of this
group had not yet had this clinical exposure. This trend, of improved attitudes in final
year students, was also not found in a study conducted with pharmacy students in
Australia using the same instrument (Bell, Johns & Chen, 2006), and in a study
conducted in U.K. with medical students (Baxter, Singh, Standen, & Duggan, 2001).
Therefore, it is observed that medical education may not always improve attitudes
towards mental illness.

9. 2 Comparison of Attitudes Between Sri Lanka and International
Studies
Scores for the item ‘blame for condition’ were universally higher across all
mental health disorders in the Sri Lankan sample when compared with the British
sample. Similarly, high levels of blame have been reported in Indian pharmacy students
assessed using the same questionnaire (Bell et al., 2008). Indian students endorsed high
blame for schizophrenia (16%) and depression (31%) in comparison with students from
developed nations such as Australia, Belgium, Estonia and Latvia (Bell et al.). In
Pakistan blame for the condition was also reported as high (Naeem et al., 2006). The
emerging pattern is one of higher attribution of blame for psychiatric conditions in
Asian countries. This is consistent with a recent review that concluded that stigma of
mental illness is widespread in Asian countries (Lauber & Rossler, 2007). This high
attribution of blame points to a potential problem for patient care. Previous studies have
shown that patients with mental illnesses who seek help for physical problems are often
not taken seriously and feel that the care provider lacked understanding of their mental
health problems (Mental Health Foundation, 2000; Schulze & Angermeyer, 2003). The
high blaming attitudes in doctors will further add to this stigmatisation felt by patients
when they visit healthcare settings. This might have serious implications for the ability
of medical professionals to be empathic towards patients with mental illness, which may
contribute to poor doctor-patient relationships and reduced quality of care. Blaming
attitudes are particularly problematic when treating persons with substance use
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disorders where approaches such as motivational interviewing rely on the clinician
adopting “a non judgmental attitude in which the therapist tries to see the world from
the client’s perspective” (Arkowitz & Miller, 2008, p. 5). Blaming attitudes will
undermine the adoption of a non-judgmental stance and will impede empathy. As a
consequence, the engagement and retention of patients in treatment may be reduced.

Our findings indicate that the Sri Lankan doctors and medical students reported
uniformly more stigmatizing attitudes toward patients with depression, alcohol, drug
addiction and panic disorder compared to the U.K. sample of Mukherjee et al. (2002).
These results suggest that depression is more stigmatized in Sri Lanka with 28.3%
reporting that patients are a danger to others, and 70.6% reporting them as unpredictable.
This difference between stigmatization of depression in Sri Lanka and the U.K. may in
part be explained by cultural differences where anecdotal evidence suggests that in Sri
Lanka it is considered weak not to be able to overcome problems and come out of a
stressful state by oneself. This attitude to help-seeking for mental health problems in Sri
Lanka is somewhat similar to that found in studies conducted in rural and remote
Australia that describe residents as stoic, self-reliant and considering it weak to
acknowledge the need for help for mental health problems (Fuller et al., 2000). Another
reason for the difference between stigmatization of depression in Sri Lanka and the U.K.
may be the impact of many public health interventions for depression in U.K. such as
the ‘Changing Minds’ Campaign of the Royal College of Psychiatrists (Crisp et al.,
2000) and the ‘Mindout’ Campaign of the National Institute for Mental Health in
England and the ‘Defeat Depression’ Campaign (Paykel et al., 1998). No such
campaigns for depression have been conducted in Sri Lanka and this could partly
explain the differences in attitudes between the two countries.

The pattern was more complex for schizophrenia. More positive attitudes toward
schizophrenia (less dangerous, less hard to talk to, not different from other patients and
would recover) were present in the Sri Lankan sample. This is consistent with findings
that people with schizophrenia are often more tolerated in developing nations (Leff et al.,
1992). Sartorius and Schulze (2005) listed a number of factors that contribute to greater
tolerance of people with mental illness (specifically schizophrenia), in developing
countries. These include, the extended family structure, strong family structure, rural
agrarian society, models for explaining the causes of illness as being external (due to the
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influence of evil spirits or witchcraft) and perceived reversibility of behaviour.
Littlewood (1998) too writes that in the West nuclear families seem less tolerant of
mental illness than extended families prevalent in Asia. In our study these attitudes were
reflected only in relation to schizophrenia. However, the Sri Lankan participants more
frequently endorsed the attitudes that patients with schizophrenia were personally to
blame for their illness and should pull themselves together. These negative attitudes
were rarely endorsed by the U.K. sample (0.8% and 1.2% vs. 17.6 and 30.1%; see Table
8.4). Overall, “blame for illness” and “pull self together” had consistently higher scores
across all disorders in the Sri Lankan sample when compared with the British sample.
However, “pulling oneself together”, while understood in Sri Lanka, is not a common
colloquialism. This suggests the need for caution when interpreting this result.
Furthermore, a study using the same instrument conducted in India had omitted this
item (Bell et al., 2008).

When comparing the Sri Lankan data with that of Pakistan (Naeem et al., 2006),
it was observed that medical personnel in Pakistan reported similar attitudes towards
schizophrenia, drug addiction and alcohol addiction.

In comparing attitudes to mental illness between the three countries, similarities
in attitudes between the two Asian countries were noted. For example, both Sri Lankan
(48%) and Pakistani (46%) medical professionals endorsed higher perceptions of the
dangerousness of persons with mental illness than in the U.K. sample (34%). Similarly,
blame for the condition in Sri Lanka and Pakistan was almost double the endorsed
percentage for blame in the U.K. Overall fewer differences in attitudes were present
between the Sri Lankan and Pakistani samples, than those between the Sri Lankan and
U.K. samples indicating the similarity of attitudes present in these two Asian countries.
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9. 3 Limitations
A limitation of this study is that the majority of participants had limited medical
experience and therefore the results may only be applicable to medical students and
junior grade doctors. Further studies are needed to assess the attitudes of more senior
grade doctors.

Another potential problem is that the participants may have responded in a
socially desirable fashion providing a more favourable and positive view of their
attitudes. Despite this being possible in attitudinal interviews used all over the world, it
is perhaps a slightly bigger problem in a developing country like Sri Lanka where social
relations are particularly important. This limitation may be addressed by including a
measure of social desirability in the questionnaire in future studies.

The psychometric properties of the measure used for this study have not been
developed and reported in prior studies. There are no prior reliability data available for
this measure. Comparisons may be more susceptible to being unreliable because they
use only single items and not subscales. The statement, “pulling oneself together”, while
understood in Sri Lanka, is not a common colloquialism as noted above. This suggests
the need for caution when interpreting results involving this item. However, there were
no problems found with using it during the pilot study. Despite these problems, the
measure was retained because it has been used in studies in a number of countries and it
offers the advantage and opportunity of comparing attitudes among them.

The specific attitude domains that are captured by the measure are not
comprehensive enough. There is not enough descriptive detail in the items. For
example, in schizophrenia it would have been better to classify if the patient was in an
early and acute stage or a later and more stable stage of the disorder. Vignette studies
(Angermeyer et al., 2003; Jorm & Griffiths, 2008) have overcome this problem by
providing more detail about the disorders. However, we decided against using vignettes
because the doctors would be more likely to refuse to spend time reading vignettes and
responding to them because it would take a considerably larger amount of their time.
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9. 4 Recommendations
Our results raise some important issues relevant to the training of doctors in
developing nations such as Sri Lanka. For instance, it is clear from the present results
that medical students do display some stigmatizing attitudes toward patients with mental
illness. The precise origin of these attitudes is not known, but it is possible that contact
with patients with mental illness at the severe end of the spectrum in hospital settings
may contribute. For example, research has shown that clinicians who only treat severely
ill psychiatric patients can develop unfavourable views about the outcome of mental
illness (Burti & Mosher, 2003). Several international studies suggest that medical
students show less stigmatizing attitudes after the preclinical years of study (Ay et al.,
2006; Mukherjee et al., 2002; Reddy et al., 2005). This trend of less stigmatizing
attitudes in more clinically experienced students was not seen in the Sri Lankan student
sample.

However, the Sri Lankan doctors reported less stigmatizing attitudes than the
medical students. Thus, in the Sri Lankan sample it is possible that increased contact
with patients may have a beneficial effect on stigmatizing attitudes but only after a
certain level of exposure or experience. Since many factors such as the doctor’s age,
maturity, life experience and experience with managing stress will affect the
relationship between contact with mental illness and positive attitudes, further studies
are necessary to investigate this phenomenon.

The level of stigmatizing beliefs in this sample suggests the need for remedial
strategies to be introduced into medical education in Sri Lanka. Therefore there is a
need to increase contact with recovered patients and to plan the context in which this
contact occurs during medical education. At present most of the patient contact occurs
with severely mentally ill in-patients. Increasing the sessions with recovered patients in
community mental health settings will help achieve the change in the context in which
contact with patients is achieved. This will ensure that medical students can interact
with patients besides the severely mentally ill in the acute stage of their illness. There is
also a need to incorporate stigma awareness raising exercises early in the training of
medical students. This may be achieved by seminars and group discussions conducted
by the Behavioural Sciences Stream during the first three years of their medical training.
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Given that contact with a recovered patient is usually effective in reducing
stigma (Corrigan & Penn, 1999; Link & Cullen, 1986; Sadow & Ryder, 2008;
Thornicroft et al., 2008), ensuring that students gain contact with recovered patients in
community psychiatry settings might also decrease stigma. However, this requires
further study as there is some evidence that contact with persons with mental illness
may not always improve attitudes but can instead increase social distance (Couture &
Penn, 2003).

Other strategies such as exposure to documentary films about people with
mental illness (Penn, Chamberlin & Mueser 2003; Kerby, Calton, Dimambro, Flood &
Glazebrook, 2008) and consumer and professional co-taught seminars (Coodin &
Chisholm, 2001) have also been successfully used to reduce stigmatizing attitudes of
students. These interventions can be added to the medical curriculum via the
Behavioural Sciences Stream that conducts seminars and discussions as part of its
teaching activities.

The measure in this study does not assess the social distance of medical
professionals from patients. Social distance is defined as the desire to avoid contact with
a particular group of people (Jorm & Oh, 2009). These scales have mostly been used to
measure social distance towards people with mental illness in surveys of the general
population, but have also been incorporated into studies conducted with medical
students (Ay et al., 2005). It is important to study social distance towards patients with
mental illness because it will impact on the doctor-patient relationship and affect the
engagement of patients in treatment. Therefore, future studies could incorporate the
element of social distance scales into their measures.

If the attitudes identified in this study reflect broader societal attitudes, then antistigma campaigns may be needed in Sri Lanka as noted in Study 1. Campaigns aimed at
improving mental health literacy and challenging negative stereotypes have been shown
to reduce stigmatizing attitudes towards persons with mental health problems in
industrialised countries (Hickie, 2004; Kitchener & Jorm, 2006; Pinfold et al., 2003).
There will be a need for careful development and pilot testing of such a campaign since
some studies have found that increasing awareness of mental disorders increases social
distance towards persons with these disorders (Lauber, Carlos & Wulf, 2005). There is a
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view that promulgating the biomedical model of mental illness leads to greater social
distance (Read, 2007). Other research indicates that biomedical conceptualizations do
not cause more stigma, but it is rather the abnormal behaviour, disability due to the
illness, and the perception that mental illness is due to personal weakness, that increase
social distance (Jorm & Griffiths, 2008). However, as this debate is ongoing and there is
no strong research evidence from developing nations, these concepts (promoting the
biomedical model of mental illness) need to be tested by research in these developing
nations before they can be incorporated into public health campaigns in countries like
Sri Lanka. Therefore, pilot testing and the consideration of local cultural and social
contexts will help to tailor any strategies aimed at reducing stigma in Sri Lanka.

It is recommended that more research is conducted to further clarify what the
harmful consequences of stigmatizing attitudes in medical professionals are for
psychiatric patients in developing nations. For example, do these attitudes in doctors
lead to patients discontinuing medication or not coming for follow-up appointments?
There is a need to study these consequences of stigmatizing attitudes in medical
professionals because our research has shown that they are present. A qualitative study
conducted with patients may be used to obtain this information.

The findings of this study show that medical professionals in Sri Lanka do hold
stigmatizing attitudes toward people with mental illness. The study also highlights the
need for reducing stigma during medical education and in particular the need to address
blaming attitudes. It also suggests cross cultural differences in stigmatization. It
described the actions that may be taken to make medical professionals improve their
attitudes to mental illness and thereby make them better advocates for those with mental
illness.

The next section provides conclusions based on the findings of the study on
patient and carer stigma experiences as well as the study on stigmatising attitudes of
healthcare professionals.
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CHAPTER TEN

CONCLUDING COMMENTS: PATIENT AND CARER
STIGMA EXPERIENCES AND STIGMATISING
ATTITUDES OF HEALTHCARE PROFESSIONALS
The number of people being treated for psychiatric conditions in Sri Lanka is
increasing. However, the stigma associated with mental illness is an under-researched
area. Study 1 conducted with 118 Sri Lankan patients and their carers showed that
reluctance to disclose was one of the main reactions to stigma. Stigma was thought to
have a major effect on marriage, a finding observed in other Asian cultures. The results
of Study 1 also indicate that Sri Lankan patients internalise stigma of mental illness and
develop self stigma.

As expected, the stigma coping strategy of withdrawal was endorsed
significantly more than challenge or education by patients and carers in Sri Lanka.
Secrecy was endorsed significantly more than education as a coping strategy. This
finding is not favourable, as the literature has demonstrated that secrecy and withdrawal
lead to heightened perceptions of stigma. The results of Study 1 also showed how
stigma is likely to contribute to treatment delay and carer burden. Stigma related
attitudes were more frequently cited as treatment seeking barriers than structural
barriers (e.g. lack of services and high cost) highlighting the importance of stigma in the
help-seeking process.

Study 1 gave the patients and carers perspectives and Study 2 looked at the
perspectives of the staff. These staff perspectives are important to better understand the
stigmatising attitudes that may affect the patient and carers experiences of stigma and
discrimination. Study 2 looked at the attitudes of 72 doctors and 574 medical
undergraduates toward mental illness, and found that healthcare professionals
potentially contribute to the burden of stigma in the mentally ill as a result of negative
attitudes toward mental illness. Blaming attitudes were particularly high in Sri Lanka in
comparison with the U.K., and this was similar to studies conducted in other Asian
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countries. Although depression, alcohol addiction, drug addiction and panic disorder
were more stigmatised in Sri Lanka than in the U.K. sample, schizophrenia was less
stigmatised in Sri Lanka. The Sri Lankan doctors reported significantly less stigmatising
attitudes than the medical students indicating the possibility that attitudes improve with
increased contact with patients and experience gained during medical training.

10. 1 Actions Recommended
Results from Studies 1 and 2 highlight the significance of the adverse impact of
stigma in relation to mental illness in Sri Lanka. Stigma was related to reluctance and
delays in seeking help and withdrawal in patients and carers. The blaming attitudes of
doctors towards some mental illnesses mean that even if patients take the necessary
steps to visit a healthcare provider, they may experience further stigmatisation. This
may serve to further increase reluctance to seek ongoing services. These stigmatising
attitudes of doctors may add to the reported stigma that caused patients not to attend
rehabilitation services in order to avoid being stigmatised. The observation that patients
with mental illness in developing nations often have better social outcomes than their
counterparts in industrialised nations (presumably due to greater social acceptance; Leff
et al., 1992), is not supported by the findings of the present study. For example, Study 1
showed how stigma may affect the employment, recreation and social circles of patients
with mental illness and their carers causing them to feel isolated and having to resort to
avoidant coping strategies. Stigmatising attitudes of doctors revealed in Study 2 could
also add to rejection of Sri Lankan patients with mental illness. The low tolerance
towards people with mental illness is highlighted by these results.

The findings of both studies indicate a need to take measures to address the
adverse impact of stigma in Sri Lanka. Possible remedial measures to be taken to reduce
stigma include expanding patient and carer support groups (Lefley, 2009), commencing
advocacy activities (WHO, 2003), conducting anti-stigma campaigns, increasing mental
health literacy and improving attitudes of medical professionals during medical training.
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10. 1. 1 Support Groups for Patients and Carers
There is a need to set up patient and carer support groups in Sri Lanka. Such
groups can be instrumental in providing patient and carer education on stigma and how
to cope with it, including measures to reduce social isolation and improve self-esteem
(Lefley, 2009). These groups could provide a forum for discussion and the resolution of
problems, sharing of effective coping mechanisms, and the facilitation of mutual
assistance.

The presence of potentially ineffective coping mechanisms in Sri Lankan
patients is indicated by the finding that patients relied heavily on avoidant coping
strategies such as secrecy and withdrawal. This underscores the need for the
establishment of patient and carer support groups. In the Sri Lankan culture, doctors are
figures of authority and respect. Therefore it would be helpful to include doctors in
aspects of these groups (professional-led support groups). Given the findings from
Study 2, it would be important to first identify doctors who are aware of and sensitive to
the impact of stigmatising attitudes. The doctors could provide not only education about
the assessment, treatment and potential course of various mental disorders, but could be
a powerful voice to help empower patients and carers to address stigma. Discussions or
talks at support groups could be introduced as part of medical education during
psychiatry rotations and postgraduate training for general practitioners. In this way,
doctors will be directly exposed to patients’ and carers’ first-hand experiences of stigma.
This exposure may also help to reduce the stigmatising attitudes of doctors identified in
the current study. Therefore, the institution of professional-led support groups may be
an effective way to address stigma of patients and carers while fostering more accepting
attitudes (and less blaming attitudes) among the medical professionals in Sri Lanka.

Another major recommendation may be that doctors spend more time with
patients and carers explaining the type of mental illness (diagnosis) and other illness
related information such as what circumstances may exacerbate the symptoms. The
need to increase patients’ knowledge was highlighted by the finding that only one
person in the study amongst the patients knew their diagnosis. This also raises major
questions about how much patients know about their disorder and the associated
treatment. The shortage of doctors and the large numbers of patients is a potential
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barrier to this intervention. Given that there are so few psychiatrists in Sri Lanka, family
physicians may be encouraged to provide this education. Another strategy may be to
print information on mental disorders and their treatment and train mental health nurses
to educate the patients in the clinic waiting room as they wait for their appointment with
the treating physician. There is a need to develop this education material in Sinhalese.
This material could be developed jointly by the University Psychiatry Unit and mental
health NGOs.
10. 1. 2 Anti-stigma Campaigns
If the attitudes identified in Study 2 such as high perceptions of dangerousness
and blame for mental illness, and the perceptions of stigmatisation by patients and
carers in Study 1, reflect broader societal attitudes, there is a need for anti-stigma
campaigns in Sri Lanka. Such campaigns can serve an educational purpose aimed at
replacing inaccurate stereotypes of persons with mental illness with factual information.
Anti-stigma campaigns have been successfully used in developed nations to reduce the
stigma attached to mental illness and improve attitudes of the public (Crisp et al., 2000;
Hickie, 2004). These campaigns should also affect the attitudes of medical personnel.
The findings from both the Doctors’ survey and the patient and carer interviews in this
study provide some specific guidance about what areas might be targeted in an
educational anti-stigma campaign to reduce stigma attached to mental illness. For
example, patients feeling out of place in the world and lonely as reported in Study 1
indicate that they do not feel accepted by society. This may be addressed by promoting
social acceptance and encouraging the provision of equal opportunities for persons with
mental illness.

Study 2 highlighted the perceived dangerousness and unpredictability of persons
with mental illness. The generalisation of dangerousness could be addressed in an antistigma campaign. This is an important target belief given the results that 48% of the Sri
Lankan doctors and medical students reported that they felt persons with mental health
are dangerous. Campaign messages need to incorporate information that addresses the
relationship between violent behaviour and severe mental illness as this has been found
to reduce perceptions of dangerousness (Penn, Kommana, Mansfield & Link, 1999).
Incorporating information into the campaign that highlights that research has shown
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only a weak association between major psychiatric disorders and violence in the
community may reduce the over-estimation or exaggeration of the perception of the
dangerousness of persons with mental illness (Penn et al., 1999). Corrigan and
colleagues showed that if the general public are relatively familiar with persons with
mental illness, they are less likely to perceive persons with a psychiatric illness as
dangerous. Anti stigma campaigns can increase familiarity with persons with mental
illness to achieve this aim.

Media coverage can increase widespread misunderstandings about mental illness
such as dangerousness (Williams & Taylor, 1995). Therefore antistigma campaigns can
include packages to incorporate guidelines for media reporting of mental illness for
journalists and editors that help reduce promulgating stigmatising messages in the
media. They include avoiding reinforcing myths about mental illness, avoiding outdated
negative language when referring to someone with mental illness (maniac, schizo), and
avoiding sensationalising mental illness (Commonwealth Department of Health and
Aged Care, 1999)

The patients’ and carers’ survey indicated treatment delay due to stigma is an
important issue and the results suggest that recent treatment avoidance due to stigma is
a priority for intervention. The presence of high blaming attitudes amongst medical
professionals demonstrated in Study 2 as well as the endorsement of stigma as a major
barrier to help-seeking may reduce attendance and continuity of care in treatment. In
view of this, messages to reduce the stigma associated with seeking treatment by
increasing acceptance of help-seeking for mental health problems will go hand in hand
with interventions to reduce stigma. This message to promote timely help-seeking for
mental health problems will need to be incorporated into public health campaigns along
with messages to reduce stigmatising attitudes.
10. 1. 3 Advocacy Activities
Reducing the perceived dangerousness of persons with mental illness is
important, as highlighted above. Prior research has shown that increasing the public’s
familiarity with serious mental illness will decrease stigma in relation to the
dangerousness stereotype associated with these conditions (Angermeyer, Beck &
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Matschinger, 2003; Corrigan, Green, Lundin, Kubiak & Penn, 2001). This can be
achieved by organising patient advocacy activities as mentioned earlier that promote
contact between the public and recovered patients in order to improve public attitudes to
mental illness.

Our study shows that half the respondents endorsed challenging stigma as a coping
strategy. This together with the Sri Lankan patients’ and carers’ willingness to discuss
their stigma experiences may suggest that they are ready to join advocacy groups. The
WHO could be approached for funding to institute these patient and carer advocacy
groups and these may initially be affiliated to NGOs. NGOs working in mental health
can be mobilised to operate these groups and public sector hospitals could provide
meeting venues. Consumer and family roles in advocacy include information, education
and training on consumer and family needs and rights, combating stigma, counselling
other consumers and families, and denouncing the poor quality of services and
stigmatising behaviours (WHO, 2003). In this way, consumer empowerment can be
fostered by advocacy movements to address stigma in Sri Lanka.

Medical professionals especially doctors have an important role in addressing
stigma in society through advocacy. For example, physicians can have a major influence
in establishing credibility for and acceptance of addictive diseases (Miller, Shepard &
Magen, 2001). Such a role may be necessary because persons with addictive disorders
often do not like to participate in advocacy activities. Doctors can be involved with
advocacy work directly through supporting the development of consumer and family
groups and/or planning and evaluating consumer advocacy movements (WHO, 2003).
However, doctors do not always hold favourable attitudes toward people with mental
illness and identifying overall levels of stigma and specific beliefs about mental illness
provides an opportunity to address these issues.

Non governmental organisations also have a role in fostering advocacy for
people with mental illness. They can reinforce consumer and family advocacy views
with comments from mental health professionals. They can train families in leadership
skills needed to support their advocacy work, and support families and consumers to
create their own organisations (WHO, 2003).
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Finally the government also needs to foster advocacy initiatives in mental health.
This can be done by implementing advocacy actions directly, or through the
intervention of NGOs (WHO, 2003). There is a need to convince policy planners to
invest in mental health. Improving advocacy has been listed as a factor in the Mental
Health Policy of Sri Lanka (Democratic Socialist Republic of Sri Lanka, 2005).
However, this policy has only stated that a group of experts will make an action plan for
advocacy. The above mentioned measures can be incorporated into this action plan for
advocacy in relation to mental illness.

10. 1. 4 Mental Health Literacy
Patients in our study demonstrated a very low level of mental health literacy
reflected by the fact that they could not name their mental illness. This may also reflect
low mental health literacy amongst the general populace and suggests that there is
significant scope for improving the understanding of mental health issues by the public.
This could be done by utilising programmes such as the Mental Health First Aid
Programme (Kitchener & Jorm, 2005) for which the manual is presently available in the
Sinhalese language. School teachers, employers, and primary health care workers can be
targeted by providing Mental Health First Aid (MHFA) training programmes. The Non
Governmental Organisation (NGO) involved in adapting the MHFA book for Sri Lanka
and translating it could be mobilized to initiate this MHFA Training programme. The
training could be provided to general practitioners in Sri Lanka and in this way may be
used to improve the mental health literacy of health professionals as well. The advocacy
work for this programme could be provided by the University Psychiatry Unit in
Colombo who would be able to co-opt leading psychiatrists to promote this programme
using mass media. For example, a leading authority on psychiatry could give a public
lecture or television discussion on this topic.

Increasing mental health literacy can also be incorporated into a public health
campaign. Television, radio and the press can be used to disseminate facts on mental
illness such as their treatability and the need to seek help early. These facts may need to
be highlighted and the journalists educated regarding how to report on matters relating
to mental illness in ways that do not increase the stigma of mental illness
(Commonwealth Department of Health and Aged Care, 1999).
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10. 1. 5 Training Medical Professionals
The experience of stigma reported in the patient-carer survey and findings of the
doctors’ study highlight the need to improve attitudes of doctors. Less stigmatizing
attitudes in medical personnel may be developed through contact with recovered
patients in community psychiatry settings during undergraduate training as contact has
been shown to reduce stigmatising attitudes (Corrigan & Penn, 1999; Kolodziej &
Johnson, 1996; Sadow & Ryder, 2008). This could be done during the medical students’
community psychiatry placement which is based in a mental health NGO. Medical
students could be exposed to discussions with recovered patients and carers early in
their medical training. This community psychiatry appointment should be introduced to
students in the third year of study instead of in the fifth year, enabling students to be
sensitized to stigma and mental illness early in their training. Additionally, the
Behavioural Sciences Stream which runs through the five years of undergraduate
training could provide small group discussions and seminars on mental illness stigma
and endeavour to improve attitudes of medical students. Again, recovered patients and
their carers may be invited to participate in these group discussions. The development
of advocacy movements mentioned earlier will facilitate the identification of patients
and carers to participate in these student learning activities. These student learning
activities, with input from patients and carers, will also promote more accepting and
understanding beliefs about people with mental illness.

10. 2 Further Research
The second study on the attitudes of doctors and medical students found
relatively high blaming attitudes towards patients with mental illness. Despite this, only
a minority of patients (2%) and carers (1.7%) reported health professionals as a source
of stigmatisation. This indicates that there may be other factors such as trust or respect
towards the medical profession that contribute to mitigate the perceived effects of such
high blaming attitudes on patients and carers. Further research could determine the
nature and impact of these other factors that potentially mitigate stigmatising attitudes.
There is also a need to look at the meaning of ‘blame’ in the items in the survey. For
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example, one could explore the specific reasons for attributing blame for mental illness
to the patients.

As a function of their training, medical professionals are relatively
knowledgeable regarding mental illnesses. If they hold high stigmatising attitudes (as
demonstrated in Study 2) it is likely that the general population, who know less about
mental illnesses, will also have equally or even more negative attitudes. This, together
with the level of stigma reported by patients and carers underscores the need to study
public beliefs and attitudes toward persons with mental illness in Sri Lanka.

In summary, the data from doctors and patient-carer dyads indicate the need to
institute a number of measures to reduce the impact of stigma in relation to mental
illness in Sri Lanka. This study provides evidence that mental illness is an important
area of public health concern that deserves more funding and resources in Sri Lanka.
With appropriate interventions there is the opportunity to reduce perceived stigma and
discrimination experiences by patients and their carers. This may lead to better help
seeking, reduced burden and better quality of life.

163

REFERENCES

163

REFERENCES
Adams, J., & Scott, J. (2000). Predicting medication adherence in severe mental
disorders. Acta Psychiatrica Scandinavica, 101, 119-124.

Adewuya, A. O., & Oguntade, A. A, (2007). Doctors’ attitude towards people with
mental illness in Western Nigeria. Social Psychiatry Psychiatric
Epidemiolology, 42, 931-936.

Adhikari, S. R., Pradhan, S. N. & Sharma, S. C. (2008). Experiencing stigma:
Nepalese perspectives. Kathmandu University Medical Journal, 6(4), 458-465.

Albrecht, G. L., Walker, V. G. & Levy, J. A. (1982). Social distance from the
stigmatized: A test of two theories. Social Science and Medicine, 16(14),
1319-1327.

Amato, P. R. & Bradshaw, R. (1985). An exploratory study of people’s reasons for
delaying or avoiding help-seeking. Australian Psychologist, 20, 21-31.

American Psychiatric Association (2005). Diagnostic and Statistical Manual IV –
Text Revision (4th ed.). Washington DC: American Psychiatric Association.

Andreason, A. R. (2004). A social marketing approach to changing mental health
practices directed at youth and adolescents. Health Marketing Quarterly, 21(4),
51-57.

Angermeyer, M. C., Beck, M. & Matschinger, H. (2003). Determinants of public’s
preference for social distance from people with schizophrenia. Canadian
Journal of Psychiatry, 48(10), 663-668.

Angermeyer, M. C. & Matschinger, H. (1996). Public attitude towards psychiatric
treatment. Acta Psychiatrica Scandinavica, 94(5), 326-336.

164

Ankri, J., Andrieu, S., Beaufils, B., Grand, A. & Henrard, J. C. (2005). Beyond the
global score of the Zarit Burden Interview: Useful dimensions for clinicians.
International Journal Geriatric Psychiatry, 20, 254–260

Arvaniti, A., Samakouri, M., Kalamara, E., Bochtsou, V., Bikos, C. & Livaditis, M.
(2008). Health service staff’s attitudes towards patients with mental illness.
Social Psychiatry Psychiatric Epidemiolology Published online 12 December,
doi10.1007/s00127-008-0481-3.

Arkowitz, H. & Miller, W.R. (2008). Learning, applying and extending motivational
interviewing, Motivational interviewing in the treatment of psychological
problems. In H Arkowitz, HA Westra, WR Miller & S Rollnick (Eds.),
Motivational interviewing in the treatment of psychological problems.
New York, Guildford Press.

Ay, P., Save, D. & Fidanoglu, O. (2005). Does stigma concerning mental disorders
differ through medical education? A survey among medical students in
Istanbul. Social Psychiatry and Psychiatric Epidemiology, 41(1), 63-67.

Baldwin, M. L. & Marcus, S. C. (2006). Perceived and measured stigma among
workers with serious mental illness. Psychiatric Services, 57, 388-392.

Banerjee, G., & Roy, S. (1998). Determinants of help seeking behaviour of families of
schizophrenic patients attending a teaching hospital in India: An indigenous
explanatory model. International Journal of Social Psychiatry, 44(3), 199-214.

Barney, L. J., Griffiths, K. M., Jorm, A. F., & Christensen, H. (2006). Stigma about
depression and its impact on help-seeking intentions. Australian and New
Zealand Journal of Psychiatry, 40, 51-54.

Baumann, A. E. (2007). Stigmatization, social distance and exclusion because of
mental illness: The individual with mental disorder as a ‘stranger’. International
Review of Psychiatry, 19(2), 131-135.

165

Baxter, H., Singh, S. P., Standen, P. & Duggan, C. (2001). The attitudes of
‘tomorrow’s doctors’ towards mental illness and psychiatry: Changes during
the final undergraduate year. Medical Education, 35, 381-383.

Becker, M. H. & Maiman, L. A. (1975). Sociobehavioural determinants of
compliance with health and medical care recommendations. Medical Care, 13,
10-24.

Bedard, M., Molloy, D.W., Squire, L., Dubios, S., Lever, J. A. & O’Donnel, M.
(2001). The Zarit Burden Interview: A new short term version and screening
version. The Gerontologist, 41(5), 652-657.

Bell, J. S., Aaltonen, S. E., Bronstein, E., Desplenter, F. A., Foulon, V., Vitola, A. et
al. (2008). Attitudes of pharmacy students toward people with mental
disorders, a six country study. Pharmacology World Science, 30, 595-599.

Bell, J. S., Johns, R. & Chen, T. F. (2006) Pharmacy students’ and graduates’
attitudes towards people with schizophrenia and severe depression. American
Journal of Pharmaceutical Education, 70(4) Article 77.

Berge, M. & Ranney, M. (2005). Self esteem and stigma among persons with
Schizophrenia: Implications for mental health. Care Management Journal, 6(3),
139-144.

Bhugra, D. & Cutter, W. (2004). Mentally ill: Public attitudes. In Smelser, N. J. &
Baltes, P. B. (Eds),

International Encyclopedia of Social and Behavioral

Sciences, (p. 9704). New York: Elsevier.

Biegel, D. E., Millligan, S. E., Putnam, P. L. & Song, L. Y. (1994). Predictors of
burden among lower socioeconomic status caregivers of persons with chronic
mental illness. Community Mental Health Journal, 30(5), 473-494.

166

Box, G. E. P., Hunter, J. S. & Hunter, W. G. (2005). Statistics for experimenters:
Design, innovation and discovery (2nd edn). Hoboken, New Jersey, USA:
Wiley.

Box, G. E. P. & Wilson, K. B. (1951). On the experimental attainment of optimal
conditions. Journal of the Royal Asiatic Society, Series B, 13, 1-45.

Brown, W. (2006). Can social marketing approaches change community attitudes
towards leprosy? Leprosy Review, 77(2), 89-98.

Buizza, C., Schulze, B., Bertocchi, E., Rossi, G., Ghilardi, A. & Pioli, R. (2007). The
stigma of schizophrenia from patients’ and relatives’ view: A pilot study in an
Italian rehabilitation residential care unit. Clinical Practice and Epidemiology
in Mental Health, 3, 23-30.

Burgess, P. M., Pirkis, J. E., Slade, T. N., Johnston, A. K., Meadows, G. N. & Gunn,
J. M. (2009). Service use for mental health problems: Findings from the 2007
National Survey of Mental Health and Wellbeing. Australian and New
Zealand Journal of Psychiatry, 43(7), 615-623.

Burns, J., Ellis, L. A., Mackenzie, A. & Stephens-Reicher, J. (2009). Reach out!
Online mental health promotion for young people. Counselling Psychotherapy
and Health, 5(1), 171-186.

Burti, L. & Mosher, L. R. (2003). Attitudes values and beliefs of mental health
workers. Epidemiologia e Psichiatria Sociale, 12, 227-231.

Byrne, P. (1997). Psychiatric stigma: Past, passing and to come. Journal of the Royal
Society of Medicine, 90, 618-621.

Byrne, P. (2000). Stigma of mental illness and ways of diminishing it. Advances in
Psychiatric Treatment, 6, 65-72.

167

Caldwell, B. (1996). Female education, autonomy and fertility in Sri Lanka. In Female
Education, Autonomy and Fertility in South Asia, ed. A. Basu & R. Jeffreys.
Delhi: Sage Press.

Caqueo-Urizar, A. & Gutierrez-Maldonado, J. (2006). Burden of care in families of
patients with schizophrenia. Quality of Life Research, 15, 719-724.

Chee, C. Y. I., Ng, T. P. & Kua, E. H. (2005). Comparing the stigma of mental illness
in a general hospital with a state mental hospital: A Singapore study. Social
Psychiatry and Psychiatric Epidemiology, 40: 648-653.

Chida, Y., Steptoe, A. & Powell, L. H. (2009). Religiosity/spirituality and morality:
A systematic quantitative review. Psychotherapy and Psychosomatics, 78(2),
81-90.

Chien, W. T. (2008). Effectiveness of psychoeducation and mutual support group
program for family caregivers of Chinese people with schizophrenia.
The Open Nursing Journal, 2, 28-39.

Clausen, J. A., & Yarrow, M. R. (1955). The impact of mental illness on the family.
Journal of Social Issues, 11(4), 33-48.

Commonwealth Department of Health and Aged Care. (1999). Achieving the Balance;
A resource kit for Australian media professionals for the reporting and
portrayal of suicide and mental illness. Canberra: Commonwealth Department
of Health and Aged Care.

Compton, M. T. & Easterberg M. L. (2005). Treatment delay in first-episode
nonaffective psychosis: a pilot study with African American family members
and the theory of planned behaviour. Comprehensive Psychiatry, 46, 291-295.

Coodin, S. & Chisholm, F. (2001). Teaching in a new key: Effects of a co-taught
seminar on medical students’ attitudes towards schizophrenia. Psychiatric
Rehabilitation Journal, 24(3), 299-302.

168

Cooper-Patrick, L., Powe, N. R., Jenckes, M. W., Gonzales, J. J., Levine, D. M., &
Ford, D. E. (1997). Identification of patient attitudes and preferences regarding
treatment of depression. Journal of Internal Medicine, 12 (7), 431-438.

Corrigan, P. (2004). How stigma interferes with mental health care. American
Psychologist, 59 ( 7), 614-625.

Corrigan, P. W. (2005). On the Stigma of Mental Illness; Practical strategies for
research and social change. Washington, DC: American Psychological
Association.

Corrigan, P. W. & Garman, A. N. (1997). Considerations for research on consumer
empowerment and psychosocial interventions. Psychiatric Services, 48(3),
347-352.

Corrigan, P. W. & Gelb, B. (2006). Three programs that use mass approaches to
challenge the stigma of mental illness. Psychiatric Services, 57(3), 393-398.

Corrigan, P. W., Green, A., Lundin, R., Kubiak, M. A. & Penn, D. L. (2001).
Familiarity with and social distance from people who have serious mental
illness. Psychiatric Services, 52(7), 953-958.

Corrigan, P. W., Larson, J. E. & Rusch, N. (2009). Self-stigma and the “why try”
effect: Impact on life goals and evidence-based practices. World Psychiatry, 8,
75-81.

Corrigan, P., Markowitz, F. E., Watson, A., Rowan, D. & Kubiak, M. A. (2003). An
attribution model of public discrimination towards persons with mental illness.
Journal of Health and Social Behaviour, 44, 162-179.

Corrigan P. W. & Matthews, A. K. (2003). Stigma and disclosure: Implications for
coming out of the closet. Journal of Mental Health, 12, 235-248.

169

Corrigan, P. W. & Penn, D. L. (1999). Lessons from social psychology on
discrediting psychiatric stigma. American Psychologist, 54, 765-776.

Corrigan, P. W., River, L. P., Lundin, R. K., Penn D. L., Uphoff-Wasowski, K.,
Campion, J. et al. (2001). Three strategies for changing attributions about
severe mental illness. Schizophrenia Bulletin, 27(2), 187-195.

Corrigan P. W. & Watson, A. C. (2002). The paradox of self stigma and mental
illness. Clinical Psychology: Science and Practice, 9, 35-53.

Corrigan, P. W., Watson, A. C., Gracia, G., Slopen, N., Rasinski, K. & Hall, L. L.
(2005). Newspaper stories as measures of structural stigma. Psychiatric
Services, 56 (5), 551-556.

Couture, S. M. & Penn, D. L. (2003). Interpersonal contact and the stigma of mental
illness: A review of the literature. Journal of Mental Health, 12, 291-305.

Crisp, A. H., Gelder, M. G., Rix, S., Meltzer, H. I. & Rowlands, O. J. (2000).
Stigmatisation of people with mental illness. British Journal of Psychiatry,
177, 4-7.

Crompton, M. T. & Easterberg, M. L. (2005). Treatment delay in first-episode
nonaffective psychosis: A pilot study with African American family members
and the theory of planned behaviour. Comprehensive Psychiatry, 46, 291-295.

Crocetti, G., Spiro, H., & Siassi, I. (1974). Contemporary attitudes towards mental
illness. Pittsburgh: University of Pittsburgh Press.

Czuchta, D. M. & McCay, E. (2001). Help seeking for parents of individuals
experiencing a first episode of schizophrenia. Archives of Psychiatric Nursing,
15(4), 159-170.

Democratic Socialist Republic of Sri Lanka (2005). National Mental Health Policy
2005 - 2015. Colombo: Government of Sri Lanka.

170

De Silva, D. (2002). Psychiatric service delivery in an Asian country: The experience
of Sri Lanka. International Review of Psychiatry, 14 (1), 66-70.

De Silva, D. & De Silva, S. (2001). A preliminary study of the impact of long-term
psychotic disorder on patient’s families: A preliminary study. Ceylon Medical
Journal, 46, 121–123.

Dewapura, D. R. (1994). Leprosy control in Sri Lanka. World Health Forum, 15 (2),
173-174.

Dietrich, S., Beck, M., Bujantugs, B., Kenzine, D., Matschinger, H., & Angermeyer,
M. C. (2004). The relationship between public causal beliefs and social
distance toward mentally ill people. Australian and New Zealand Journal of
Psychiatry, 38(5), 348-354.

Dinos, S., Stevens, S., Serfaty, M., Weich, S., & King, M. (2004). Stigma: The
feelings and experiences of 46 people with mental illness: A qualitative study.
British Journal of Psychiatry, 184, 176-181.

Egtugrul, A. & Ulug, B. (2004). Perception of stigma among patients with
schizophrenia. Social Psychiatry and Psychiatric Epidemiology, 39, 73-77.

Fabrega, H. (1991). Psychiatric stigma in non-Western societies. Comprehensive
Psychiatry, 32 (6), 534 – 551.

Falloon, I. R. H. (1992). Early intervention for first episodes of schizophrenia: A
preliminary exploration. Psychiatry, 55(1), 4-15.

Farina, A. (1981). Are women nicer people than men? Sex and the stigma of mental
disorders. Clinical Psychology Review, 1, 223-243.

Farina, A. & Felner, R.D. (1973). Employment interviewer reactions to former mental
patients. Journal of Abnormal Psychology, 82, 268-272.

171

Faul. F., Erdfelder, E., Lang, A. G. & Buchner, A. (2007). GPower 3: A flexible
statistical power analysis for the social. behavioural and biomedical sciences.
Behaviour Research Methods, 39, 175-191.

Fink, P. J. & Tasman, A. (1992). Stigma and mental illness. Washington: DC.
American Psychiatric Press.

Freeman, H. E. & Simmons, O. G. (1961). Feelings of stigma among relatives of
former mental patients. Social Problems, 8, 312-321.

Frese, F. J. (1998). Advocacy, recovery, and the challenges of consumerism for
schizophrenia. Psychiatric Clinics of North America, 21(1), 233–249.

Fujino, N. & Okamura, H. (2009). Factors affecting the sense of burden felt by family
members caring for patients with mental illness. Archives of Psychiatric
Nursing, 23(2), 128-137.

Fuller, J., Edwards, J., Procter, N. & Moss, J. (2000). How definition of mental health
problems can influence help seeking in rural and remote communities.
Australian Journal of Rural Health, 8, 148-153.

Fung, K. M. T., Tsang, H. W. H. & Corrigan, P. W. (2008). Self stigma of people
with schizophrenia as predictor of their adherence to psychosocial treatment.
Psychiatric Rehabilitation Journal, 32(2), 95–104.

Fung, K. M. T., Tsang, H. W. H. , Corrigan, P. W., Lam, C. S. & Cheng, W. (2007).
Measuring self stigma of mental illness in China and its implications for
recovery. International Journal of Social Psychiatry, 53(5), 408-418.

Funk, M., Minoletti, A., Drew, N., Taylor, J. & Saraceno, B. (2005). Advocacy for
mental health: Roles for consumer and Family organizations and governments.
Health Promotion International, 21(1), 70-75.

172

Gaebel, W., Zäske, H,, Baumann, A. E,, Klosterkötter, J., Maier, W., Decker, P. &
Möller, H. J. (2008). Evaluation of the German WPA "program against stigma
and discrimination because of schizophrenia - Open the Doors": Results from
representative telephone surveys before and after three years of antistigma
interventions. Schizophrenia Research. 98, 184-93.

Gelder, M. G., Lopez-Ibor, J. J. & Andreason, N. (Eds.) (2004). New Oxford
Textbook of Psychiatry, Vol.1. Oxford: Oxford University Press.

Goffman, E. (1963). Stigma: Notes on management of spoiled identity. Englewood
Cliffs, NJ: Prentice-Hall.

Golberstein, E., Eisenberg, D. & Gollust, S. E. (2008). Perceived stigma and mental
health care seeking. Psychiatric Services, 59(4), 392-399.
Gonzalez, J. M., Perlick, D. A., Miklowitz, D. J., Kaczynski, R., Hernandez, M.,
Rosenheck, R. A. et al. (2001). Factors associated with stigma among caregivers
of patients with bipolar disorder in the STEP-BD study. Psychiatric Services,
58(1), 41-47.
Gove, W. R. (1980). Labeling mental illness: A critique. In W. Gove (Ed.). Labeling
Deviant Behaviour (pp53-109). Beverly Hills CA: Sage.

Gove, W. R. (1982). Labeling theory’s explanation of mental illness: An update of
recent evidence. Deviant Behaviour, 3, 307-327.

Gove, W. R. & Fain, T. (1973). The stigma of mental hospitalization: An attempt to
evaluate its consequences. Archives of General Psychiatry, 28 (4), 494-500.

Government of Sri Lanka (2005). Ministry of Finance and Planning, Reconstruction
and development agency: Joint report between government and
developmental partners, Sri Lanka. In Post Tsunami recovery and
reconstruction, Colombo, Sri Lanka: Government of Sri Lanka.

173

Gray, A. J. (2002). Stigma in psychiatry. Journal of the Royal Society of Medicine,
95, 72-76.

Greenberg, J. S., Greenley, J. R., Mckee, D., Brown R. & Griffin-Francell, C. (1993).
Mothers caring for an adult child with schizophrenia: The effects of subjective
burden on maternal health. Family Relations 42, 205-211.

Gureje, O., Lasebikan, V. O., Ephraim-Oluwanuga, O., Olley, B. O., & Kola, L.
(2005). Community study of knowledge of and attitude to mental illness in
Nigeria. British Journal of Psychiatry, 186, 436-441.

Hanazawa, S., Bae, J. K., Tanaka, H., Tanaka, G., Bae, Y. J., Goto, M. et al. (2009).
Family stigma and care burden of schizophrenia patients; Comparison between
Japan and Korea. Asia Pacific Psychiatry, 1, 120-129.
Hanzawa, S., Tanaka, G., Inadomi, H., Urata, M. & Ohta, Y. (2008). Burden and
coping strategies in mothers of patients with schizophrenia in Japan.
Psychiatry and Clinical Neurosciences, 62, 256-263.

Henshaw, E. J. & Freedman-Doan, C. R. (2009). Conceptualizing mental health care
utilization using the Heath Belief Model. Clinical Psychology and Social
Practice, 16, 420-439.

Henshaw, E. J. & Freedman-Doan, C. R. (2009). Conceptualizing mental health care
utilization using the Health Belief Model. Clinical Psychology and Science
Practice, 16, 420-439.

Hickie, I. (2004). Can we reduce the burden of depression? The Australian experience
with Beyondblue: The national depression initiative. Australasian Psychiatry,
12(2), s38-s46.

Hinshaw, S. P. & Stier, A. (2008). Stigma as related to mental disorders. Annual
Review of Clinical Psychology, 4, 367-393.

174

Hirst, J. F., Cort, E., Richardson, P. & Watson, J. P. (1999). Pathways to care through
an inner-city mental health service. Journal of Mental Health, 8, 373-384.

Hollifield, M., Hewage, C., Gunawardena, C. N., Kodituwakku, P. Bopagoda, K &
Weerarathnege, K. (2008). Symptoms and coping in Sri Lanka 20-21 months
after 2004 Tsunami. British Journal of Psychiatry, 192, 39-44.

Hopper, K., Wanderling, J. & Narayanan, P. (2007). To have and to hold: A crosscultural inquiry into marital prospects after psychosis. Global Public Health,
2(3), 257-280.

Hoyt, D. R., Conger, R. D., Valde, J. G., & Weihs, K. (1997). Psychological distress
and help seeking in rural America. American Journal of Community
Psychology, 25(4), 449-469.

Huffine, C. L. & Clausen, J. A. (1979). Madness and work: Short and long-term
effects of mental illness on occupational careers. Social Forces, 57(4), 10491062.

Issakidis, C. & Andrews, G. (2002). Service utilisation for anxiety in an Australian
community sample. Social Psychiatry and Psychiatric Epidemiology, 37, 153163.

Jayasinghe, S, (2001). Psychosocial impacts. In Community Care of the Long Term
Mentally Ill in Sri Lanka: Impacts, Needs and Options for Interventions.
National Council for Mental Health: Sri Lanka

Jayawardana, R. & Fernando, W.D.D. (2005). Psychiatric stigma among medical
teachers Letter to Psychiatric Bulletin. 28 April

Jenkins, J. (1988). Concepts of schizophrenia as a problem of nerves. Social Science
and Medicine, 26, 1233-1243.

175

Jorm, A. F. (2000). Mental health literaracy: Public knowledge and beliefs about
mental disorder. The British Journal of Psychiatry, 177, 396-401.

Jorm, A. F. & Griffiths, K. M. (2008). The public’s stigmatizing attitudes towards
people

with

mental

disorders:

How

important

are

biomedical

conceptualizations? Acta Psychiatrica Scandinavica, 118, 315-321.

Jorm, A. F., Korten, A. E., Jacomb, P. A., Christensen, H. & Henderson, H. (1999).
Attitudes towards people with a mental disorder: A survey of the Australian
public and health professionals. Australian and New Zealand Journal of
Psychiatry, 33(1), 77-83.

Jorm, A. F., Korten, A. E., Jacomb, P. A., Christensen, H., Rodgers, B & Pollitt, P.
(1997). Mental health literacy: A survey of the public’s abilities to recognise
mental disorders and their beliefs about the effectiveness of treatment.
Medical Journal of Australia, 166, 182-186.
.
Jorm, A. F. & Oh, E. (2009). Desire for social distance from people with mental
disorders: A review. Australian and New Zealand Journal of Psychiatry, 43,
183-200.

Keating, F. & Robertson, D. (2004). Fear, black people and mental illness: A vicious
circle? Health and Social Care in the Community, 12, 439-444.

Kerby, J., Calton, T., Dimambro, B., Flood, C. & Glazebrook, C. (2008). Anti-stigma
films and medical students’ attitudes towards mental illness and psychiatry:
Randomized control trial. Psychiatric Bulletin, 32, 345–349.

Kermode, M., Bowen, K., Arole, S., Pathare, S. & Jorm A. F. (2009). Attitudes to
people with mental disorders: A mental health literacy survey in a rural area of
Maharashtra, India. Social Psychiatry and Psychiatric Epidemiology, Online
version. DOI 10.1007/s00127-009-0031-7.

176

Kessler, R. C., Berglund, P. A., Bruce, M. L., Koch J. R., Laska, E. M., Leaf, P. J. et
al. (2001). The prevalence and correlates of untreated serious mental illness.
Health Services Research, 36, 987-1007.

King, M., Dinos, S., Shaw, J., Watson, R., Stevens, S., Pasetti, F. et al. (2007). The
Stigma Scale: Development of a standardized measure of the stigma of mental
illness. British Journal of Psychiatry, 190, 248 – 254.

Kitchener, B. A. & Jorm, A. F. (2005). Mental health first aid training: Review of
evaluation studies. Australian and New Zealand Journal of Psychiatry, 40(1),
6-8.

Kolodzeij, M. E. & Johnson, B. T. (1996). Interpersonal contact and acceptance of
persons with psychiatric disorders: A research synthesis. Journal of
Consulting and Clinical Psychology, 64, 1387-1396.

Kuruppuarachchi, L. A. & Lawrence, T. S. (2005). Stigma in developing countries:
Sri Lanka. British Medical Journal 27 July Retrieved August 27, 2007, from
http://bjp.rcpsych.org/cgi/eletters/186/5/436#727

Lauber, C., Anthony, M., Ajdacic-Gross, V. & Rossler, W. (2004). What about
psychiatrists’ attitude to mentally ill people? European Psychiatry, 19(7),
423-427.

Lauber, C., Carlos, N., & Wulf, R. (2005). Lay beliefs about treatments for people
with mental illness and their implications for antistigma strategies. Canadian
Journal of Psychiatry, 50, 745 – 752.

Lauber, C., & Rossler, W. (2007). Stigma towards people with mental illness in
developing countries in Asia. International Review of Psychiatry, 19(2), 157178.

177

Lee, S., Lee, M. T. Y., Chiu, M. Y. L. & Kleinman, A. (2005). Experience of social
stigma by people with schizophrenia in Hong Kong. British Journal of
Psychiatry, 186, 153-157.

Leff, J., Sartorius, N., Jablensky, A., Korten, A. & Ernberg, G. (1992). The
International Pilot Study of Schizophrenia: Five-year follow-up findings.
Psychological Medicine, 22(1), 131-145.

Lefley, H. P. (2009). A psychoeducational support group for serious mental illness.
The Journal for Specialists in Group Work, 34(4), 369-381.

Lehman, A. F. (1988). A quality of life interview for the chronically mentally ill.
Evaluation and Programme Planning, 11, 51-62.

Lin, K. & Cheung, F. (1999). Mental health issues for Asian Americans. Psychiatric
Services 50(6), 774-780.

Lin, K. M., Inui, T. S., Kleinman, A. M. & Womack, W. M. (1982). Sociocultural
determinants of the help-seeking behaviour of patients with mental illness.
Journal of Nervous and Mental Diseases, 170(2), 78-85.

Lin, T. L. & Lin, M. C. (1981). Love, denial and rejection: responses of Chinese
Families to mental illness. In Normal and Abnormal Behaviour in Chinese
Culture. Eds A. Klenman & T Lin. p387-401, London: Reidel.

Link, B. (1982). Mental patients status, work and income: An examination of the
effects of a psychiatric label. American Sociological Review, 47, 202-215.

Link, B.G. & Cullen, F. T. (1986). Contact with the mentally ill and perceptions of
how dangerous they are. Journal of Health and Social Behaviour, 27(4), 289303.

178

Link, B. G., Cullen F. T., Frank, J. & Wozniak, J. F. (1987). The social rejection of
former mental patients: Understanding why labels matter. American Journal of
Sociology, 92(6), 1461-1500.

Link, B. G., Cullen, F. T., Struening, E., Shrout, P. E. & Dohrenwend, B. P. (1989).
A modified labeling theory approach to mental disorders: An empirical
assessment. American Sociological Review, 54, 400-423.

Link, B. G., Mirotznik, J. & Cullen, F. T. (1991). The effectiveness of stigma coping
orientations: Can negative consequences of mental illness labelling be
avoided? Journal of Health and Social Behaviour, 32, 302-320.

Link, B. G. & Phelan, J. C. (2001). Conceptualizing stigma. Annual Review of
Sociology, 27, 363-385.

Link, B. G., Phelan, J. C., Bresnahan, M., Steuve, A. & Pescosolido, B. A. (1999).
Public conceptions of mental illness: Labels, causes, dangerousness and social
distance. American Journal of Public Health, 89(9), 1328-1333.

Link, B. G., Struening, E. L, Neese-Todd, S., Asmussen, S. & Phelan, J. C. (2001).
Stigma as a barrier to recovery: The consequences of stigma for the self esteem
of people with mental illnesses. Psychiatric Services, 52, 1621-1626.

Link, B. G., Struening, E. L, Neese-Todd, S., Asmussen, S. & Phelan, J. C. (2002).
On describing and seeking to change the experience of stigma. Psychiatric
Rehabilitation Skills, 6(2), 201-231.

Link, B. G., Struening, E. L, Rahav, M., Phelan, J. C. & Nuttbrock, L. (1997). On
stigma and its consequences: Evidence from a longitudinal study of men with
dual diagnoses of mental illness and substance abuse. Journal of Health and
Social Behaviour, 38, 177-190.

Link, B. G., Yang, L. H., Phelan, J. C. & Colllins, P. Y. (2004). Measuring mental
illness stigma. Schizophrenia Bulletin, 30(3), 511-541.

179

Littlewood, R. (1998). Cultural variation in the stigmatization of mental illness. The
Lancet, 352, 1056-1057.

Loebel, A. D., Lieberman, J. A., Alvir, J. M. J., Mayerhoff, D. I., Giesler, S. H., &
Szymanski, D. O. (1992). Duration of psychosis and outcome in first-episode
schizophrenia. American Journal of Psychiatry, 149(9), 1183-1188.)

Macias, C., Barreira, P., Alden, M. & Boyd, J. (2001). The ICCD benchmarks for
clubhouses: A practical approach to quality improvement in psychiatric
rehabilitation. Psychiatric Services, 52, 207-213.

Magana, S. M., Garcia, J. I. R., Hernandez, M. G. & Cortez, R. (2007). Psychological
distress among Latino family caregivers of adults with schizophrenia: The roles
of burden and stigma. Psychiatric Services, 58(3), 378-384.

Mak, W. W. S. & Wu, C. F. M. (2006). Cognitive insight and causal attribution in the
development of self stigma among individuals with schizophrenia. Psychiatric
Services, 57(12), 1800-1802.

Makowitz, F. E. (2001). Modeling processes in recovery from mental illness:
Relationships between symptoms, life satisfaction and self concept. Journal of
Health and Social Behaviour, 42, 64-79.

Manning, C. & White, P. D. (1995). Attitudes of employers to mentally ill.
Psychiatric Bulletin, 19, 541-543.

Martens, L. & Addington, J. (2001). The psychological well being of family members
of individuals with schizophrenia. Social Psychiatry and Psychiatric
Epidemiology, 36, 128-133.

Martire, L. M., Hinrichsen, G. A., Morse, J. Q., Reynolds, C. F., Gildengers, A. G.,
Mulsant, B. H., et al. (2009). The mood disorder burden index: A scale for
assessing the burden of caregivers to adults with unipolar or bipolar disorder.
Psychiatry Research, 168, 67-77.

180

McNair, B. G., Highet, N.J., Hickie, I. B., & Davenport, T. A. (2002). Exploring the
perspectives of people whose lives have been affected by depression. Medical
Journal of Australia, 176, s69-s76.

Mehta, S. I. & Farina, A. (1988). Associative stigma: Perceptions of the difficulties of
college aged children of stigmatized fathers. Journal of Social and Clinical
Psychology, 7, 192-202.

Mendis, N. (2001). Impact of Mental Illness in Sri Lanka. In Community Care of the
Long Term Mentally Ill in Sri Lanka: Impacts, Needs and Options for
Interventions. Sri Lanka: National Council for Mental Health

Mental Health Foundation (2000). Pull Yourself Together: A survey of the stigma and
discrimination faced by people who experience mental distress. London:
Mental Health Foundation.

Miller, N. S., Shepard, L. M. & Magen, J. (2001). Barriers to improving education and
training in addiction medicine. Psychiatric Annals, 31(11) 649-656.

Ministry of Healthcare and Nutrition Sri Lanka (2007). Annual Health Bulletin.
Sri Lanka: Department of Health Care and Nutrition.

Ministry of Healthcare and Nutrition Sri Lanka (2008). Annual Health Bulletin.
Sri Lanka: Department of Health Care and Nutrition.

Mukherjee, R., Fialho, A., Wijetunge, A., Checinski, K. & Surgenor, T. (2002). The
stigmatisation of psychiatric illness: The attitudes of medical students and
doctors in a London teaching hospital. Psychiatric Bulletin, 26, 178-181.

Murray, J., Banerjee, S., Byng, R., Tylee, A., Bhugra, D. & Macdonald, A. (2006).
Primary care professionals’ perception of depression in older people: A
qualitative study. Social Science and Medicine, 63, 1363-1373.

181

Murray-Swank, A. B., Lucksted, A., Medoff, D. R., Yang, Y., Wohlheiter, K. &
Dixon, L. B. (2006). Religiosity, psychosocial adjustment, and subjective
burden of persons who care for those with mental illness. Psychiatric Services,
57(3), 361-365.

Naeem, F., Ayub, M., Javed, Z., Irfan, M., Haral, F. & Kingdon, D. (2006). Stigma
and psychiatric illness: A survey of attitude of medical students and doctors in
Lahore, Pakistan. Journal of Ayub Medical College Abbottabad, 18(3), 46-49.

Ohaeri, J. U. (2003). The burden of caregiving in families with a mental illness: A
review of 2002. Current Opinion in Psychiatry, 16, 457-465.

Okazaki, S. (2000). Treatment delay among Asian-American patients with severe
mental illness. American Journal of Othopsychiatry, 70(1), 58-64.

O’Rouke, N. & Tuokko, H. A. (2003). Psychometric properties of an abridged
version of the Zarit Burden Interview within a representative Canadian caregiver
sample. The Gerontologist, 43(1), 121-127.

Ostman, M. & Hansson, L. (2000). Family burden and care participation: A test-retest
reliability study of an interview instrument concerning families with a severely
mentally ill family member. Nordic Journal of Psychiatry, 54, 327-332.

Ostman, M. & Kjellin, L. (2002). Stigma by association: Psychological factors in
relatives of people with mental illness. British Journal of Psychiatry, 181,
494-498.

Pascoe, E. A. & Richman, L. A. (2009). Perceived discrimination and health: A metaanalytic review. Psychological Bulletin, 135(4), 531-554.

Paykel, E. S. & Hart, D. & Priest, R. G. (1998). Changes in Public Attitudes to
depression during the Defeat Depression Campaign. British Journal of
Psychiatry, 173, 519-522.

182

Peiris, I. & Caldwell, B. (1997). Gender and health in Sri Lanka. Health Transition
Review, 7, 171-185

Penn, D. L., Chamberlin, C. & Mueser, K. T. (2003). The effects of a documentary
film about schizophrenia on psychiatric stigma. Schizophrenia Bulletin. 29, 383–
391.

Penn, D. L. & Couture, S. M. (2002). Strategies for reducing stigma toward persons
with mental illness. World Psychiatry, 1(1), 20-21.

Penn, D. L. & Kommana, S., Mansfield, M. & Link, B. G. (1999). Dispelling the
stigma of schizophrenia: II. The impact of information on dangerousness.
Schizophrenia Bulletin, 25(3), 437-446.

Perkins, D. O. (1999). Adherence to antipsychotic medications. Journal of Clinical
Psychiatry, 60 (Suppl. 21), 25-30

Phelan, J. C., Bromet, E. J., & Link, B. G. (1998). Psychiatric Illness and family
stigma. Schizophrenia Bulletin, 24(1), 115-126.

Phelan, J., Link, B. G., Moore, R. E. & Steuve, A. (1997). The stigma of
homelessness: the impact of the label ‘homeless’ on attitudes towards poor
people. Social Psychology Quarterly, 60(4), 323-337.

Phelan, J. C., Link, B. G., Stueve, A. & Pescosolido, B. A. (2000). Public
conceptions of mental illness in 1950 and 1996: What is mental illness and is
it to be feared? Journal of Health and Social Behaviour, 41, 188-207.

Philo, G., Secker, J., Platt, S., Henderson, L., McLaughlin G. & Burnside, J. (1994).
The impact of mass media on public images of mental illness: Media content
and audience belief. Health Education Journal. 53(3), 271-281.

Pinfold, V., Toulmin, H., Thornicroft, G., Huxley, P., Farmer, P. & Graham,
T. (2003). Reducing psychiatric stigma and discrimination: Evaluation of

183

educational interventions in UK secondary schools. British Journal of
Psychiatry, 182, 342-346.

Raguram, R., Weiss, M. G. Channabasavanna, S. M. & Devins, G. M. (1996).
Stigma, depression, and somatization in South India. American Journal of
Psychiatry, 153(8) 1043-1049.

Razali, S. M., Khan, U. A. & Hasanah, C. I. (1996). Belief in supernatural causes of
mental illness among Malay patients: Impact on treatment. Acta Psychiatrica
Scandinavica, 94, 229-233.

Read, J. (2007). Why promoting biological identity increases prejudice against people
labelled “schizophrenic”. Australian Psychologist, 42, 118-128.

Reddy, J. P., Tan, S. M. K., Azmi, M. T., Shaharom, M. H., Rosdinom, R., Maniam,
T. et al., (2005). The effect of a clinical posting in psychiatry on the attitudes of
medical students towards psychiatry and mental illness in a Malaysian medical
school. Annals of Academic Medicine Singapore, 34, 505-510.

Regier, D. A., Narrow, W. E., Rae, D. S., Mandersheid, R. W., Locke, B. Z, &
Goodwin, F. K. (1993). The de facto U.S. mental and addictive disorders
service system: Epidemiologic Catchment Area perspective 1-year prevalence
rates of disorders and services. Archives of General Psychiatry, 50(2), 85-94.

Rickwood, D., Deane, F. P., Wilson, C. J., & Ciarrochi, J. (2005). Young people’s
help-seeking for mental health problems. Australian e Journal for the
Advancement of Mental Health, 4 (3). Retrieved August, 7, 2007, from
www.auseinet.com/journal/vol4iss3suppl/rickwood.pdf

Ritsher, J. B., Otilingam, P. G., & Grajales, M. (2003). Internalised stigma of mental
illness: Psychometric properties of a new measure. Psychiatry Research,
121(1), 31-49.

184

Rogler, L. H. & Cortes, D. E. (1993). Help seeking pathways: A unifying concept in
mental health care. American Journal of Psychiatry, 150(4), 554-561

Rosenfield, S. (1997). Labelling mental illness: The effects of received services and
perceived stigma on life satisfaction. American Sociological Review, 62, 660672.

Rosenheck, R., Evans, D., Herz, L., Cramer, J., Xu, W. & Thomas, J. (1999). How
long to wait for a response to clozapine: A comparison of time course of
response to clozapine and conventional antipsychotic medication in refractory
schizophrenia. Schizophrenia Bulletin, 25(4), 709-719.

Rusch, N. Angermeyer, M. C. & Corrigan, P. W. (2005). Mental illness stigma:
concepts, consequences and initiatives to reduce stigma. European Psychiatry,
20, 529-539.

Sadow, D. & Ryder, M. (2008). Reducing stigmatizing attitudes held by future health
professionals: The person is the message. Psychological Services 5(4), 362372.

Saraceno, B., van Ommeren, M., Batniji, R., Cohen, A., Gureje, O., Mahoney, J., et
al. (2007). Barriers to improvement of mental health services in low-income and
middle-income countries. The Lancet, 370, 1164-1174.

Sartorius, N., Jablensky, A., Korten, A., Ernberg, G., Anker, M., Cooper, J. E. et al.,
(1986). Early manifestation and first contact incidence of schizophrenia in
different cultures: A preliminary report on the initial evaluation phase of the
WHO Collaborative Study on determinants of outcome of severe mental
disorders. Psychological Medicine, 16, 909-928.

Sartorius, N., & Schulze, H. (2005). Reducing the stigma of mental illness: A report
from a Global Programme of the World Psychiatric Association. Cambridge:
UK, Cambridge University Press.

185

Sawyer, M. G., Arney, F. M., Baghurst, P.A., Clark, J. J., Graetz, B. W., Kosky, R. J.,
et al. (2000). The mental health of young people in Australia: The child and
adolescent component of the national survey of mental health and wellbeing.
Canberra, Australia: Mental Health and Special Programs Branch,
Commonwealth Department of Health and Aged Care.

Scambler, G. (2004). Re-framing stigma: Felt and enacted stigma and challenges
to the sociology of chronic and disabling conditions. Social Theory and
Health, 2, 29–46.

Schulze, B. (2007). Stigma and mental health professionals: A review of the evidence
on an intricate relationship. International Review of Psychiatry, 19(2), 137155.

Schulze, B., & Angermeyer, M. C. (2003). Subjective experiences of stigma: A focus
group study of schizophrenic patients, their relatives and mental health
professionals. Social Science and Medicine, 56(2), 299-312.

Schulze, B. & Rossler, W. (2005). Caregiver burden in mental illness: Review of
measurement, findings and interventions in 2004-2005. Current Opinion in
Psychiatry, 18, 684-691.

Shibre. T., Negash, A., Kullgren, G., Kebede, D., Alem, A., Fekadu, A. et al. (2001).
Perception of stigma among family members of individuals with
schizophrenia and major affective disorders in rural Ethiopia. Social
Psychiatry and Psychiatric Epidemiology, 36, 299-303.

Sirey, J. A., Bruce, M. L., Alexopoulos, G. S., Perlick, D. A., Raue, P., Friedman, S.
J. et al. (2001). Stigma as a barrier to recovery: Perceived stigma and patientrated severity of illness as predictors of antidepressant drug adherence.
Psychiatric Services, 52, 1615-1620.

Socall, D. W. & Holtgraves, T. (1992). Attitudes towards the mentally ill: The effects
of labels and beliefs. The Sociological Quarterly, 33(3), 435-445.

186

Somasundaram, D. J. & Sivayokan, S. (1994). War trauma in a civilian population.
British Journal of Psychiatry, 165, 524-527.
Stephen, E. (2006). Alcoholism and pathways to recovery: New survey results on
views and treatment options. Medscape General Medicine,
8(1), http://cme.medscape.com/viewarticle/518483. Accessed on 05/01/2010.
Stuart, H. (2005). Fighting stigma and discrimination is fighting for mental health.
Canadian Public Policy – Analyse De Politiques, 31, s21-s28.

Sturm, R., Gresenz, C. R., Pacula, R. L. & Wells, K. B. (1999). Labor force
participation by persons with mental illness. Psychiatric Services, 50, 1407.

Sujeevan, S., Gadambanadan, T., Fernando, S. M., Rajapakse, H. & Kneebone, S.
(2005). Mental Health First Aid for Sri Lanka. Colombo: National Council
for Mental Health.

Szmukler, G. I., Burgess, P., Herrman, H., Benson, A., Colusa, S., & Bloch, S.
(1996). Caring for relatives with serious mental illness: The development of
the Experience of Caregiving Inventory. Social Psychiatry and Psychiatric
Epidemiology, 31, 137-148.

Thara, R. & Srinivasan, T. N. (2000). How stigmatising is schizophrenia in India?
International Journal of Social Psychiatry, 46(2), 135 141.

Thompson, A., Hunt, C. & Issakidis, C. (2004). Why wait? Reasons for delay and
prompts to seek help for mental health problems in an Australian clinical
sample. Social Psychiatry and Psychiatric Epidemiology, 39, 810-817.

Thornicroft, G. (2006). Shunned: discrimination against people with mental illness.
Oxford, UK: Oxford University Press.

Thornicroft, G. (2007). Most people with mental illness are not treated. Lancet, 370,
807-808.

187

Thornicroft, G., Brohan, E., Kassam, A. & Lewis-Holmes, E. (2008). Reducing
Stigma and discrimination: Candidate interventions. International Journal of
Mental Health Systems, DOI 10.1186/1752-4458-2-3.

Thornicroft, G., Brohan, E., Rose, D., Sartoruis, N. & Leese, M. (2009). Global
pattern of experienced and anticipated discrimination against people with
schizophrenia: A cross sectional survey. The Lancet, 373, 408-415.

Thornicroft, G., Rose, D., Kassam, A. & Sartoruis, N. (2007). Stigma, ignorance,
prejudice or discrimination? British Journal of Psychiatry, 190, 192-193.

Trivedi, J. K. & Sethi, B. B. (1979). A psychiatric study of traditional healers in
Lucknow city. Indian Journal of Psychiatry, 21, 133-137.

Tsang, H. W. H., Tam, P. K. C., Chan, F. & Chang, W. M. (2003). Sources of burdens
on families of individuals with mental illness. International Journal of
Rehabilitation Research, 26(2), 123-130.

Tsao, C. I. P., Tummala, A. & Roberts, L. W. (2008). Stigma in mental health care.
Academic Psychiatry, 32(2), 70-72.

United States Department of Health and Human Services (1999). Mental Health: A
report of the Surgeon General. Rockville, MD: United States Department of
Health and Human Services.

Vauth, R., Kleim, B., Wirtz, M. & Corrigan, P. W. (2007). Self-efficacy and
empowerment as outcomes of self-stigmatizing and coping in schizophrenia.
Psychiatry Research, 150(1), 71-80.

Vogel, D. L. & Wade, N. G. (2009). Stigma and help-seeking. The Psychlogist,
22(1), 20-22.

188

Vogel, D. L., Wade, N. G. & Haake, S. (2006). Measuring the self-stigma associated
with seeking psychological help. Journal of Counseling Psychology, 53(3),
325-337.

Vogel, D. L., Wade, N. G., Hackler, A. H. (2007). Perceived public stigma and the
willingness to seek counselling: The mediating roles of self stigma and attitudes
toward counseling. Journal of Counseling Psychology. 54, 40-50.

Wahl, O. F. (1999). Mental health consumer’s experience of stigma. Schizophrenia
Bulletin, 25, 467-478.

Wahl, O. F., & Harman, C. R. (1989). Family views of stigma. Schizophrenia
Bulletin, 15(1), 131-139.

Watson, A. & Corrigan, P. W. (2001). The impact of stigma on service access and
participation. A guideline developed for the behavioural health recovery
management project. University of Chicago, Chicago: Centre for Psychiatric
Rehabilitation.

Waxler, N. E. (1977). Is mental illness cured in traditional societies? A theoretical
analysis. Culture, Medicine and Psychiatry, 1, 233-253.

Wells, J. E., Robins, L. N., Bushnell, J. A. (1994). Perceived barriers to care
Christchurch (NZ) reasons for not seeking professional help. Social Psychiatry
and Psychiatric Epidemiology, 29, 155-164.

Weiss, M. G., Jadhav, S., Raguram, R., Vounatsou, P., & Littlewood, R. (2001).
Psychiatric stigma across cultures: Local validation in Bangalore and London.
Anthropology and Medicine, 8(1), 71-87.

Werner, P., Aviv, A. & Barak, Y. (2007). Self stigma, self esteem and age in
persons with schizophrenia. International Psychogeriatrics, 23, 1-15.

189

Williams, M. & Taylor, J. (1995). Mental illness: Media perpetuation of stigma.
Contemporary Nurse, 4, 41-46.
Williams, P. G., Dewapura, D., Gunawardene, P. & Settinayake, S. (1998). Social
marketing to eliminate leprosy in Sri Lanka. Social Marketing Quarterly
4(4), 27-31.

Wong, D. F. K. (2007). Uncovering sociocultural factors influencing the pathway to
care of Chinese caregivers with relatives suffering from early psychosis in
Hong Kong. Culture, Medicine and Psychiatry, 31(1), 51-71.

World Health Organisation (1992). International Classification of Mental and
Behavioural Disorders: Clinical Descriptions and Diagnostic Guidelines
Geneva; World Health Organisation

World Health Organisation (1995). 1994 World Health Statistics Annual. Geneva:
World Health Organisation.

World Health Organisation (2001). World Heath Report 2001: New Understanding
New Hope. Geneva: World Health Organisation.

World Health Organisation (2003). Advocacy for mental health: Mental health
policy and service guidance package. Geneva: World Health Organisation.

Wrigley, S., Jackson, H., Judd, F., & Komiti, A. (2005). Role of stigma and attitudes
towards help seeking from a general practitioner for mental health problems
in a rural town. Australian and New Zealand Journal of Psychiatry, 39(6),
514-521.

Wyn, J., Cahill, H., Holdsworth, R., Rowling, L. & Carson, S. (2000). MindMatters a
whole school approach promoting mental health and wellbeing. Australian and
New Zealand Journal of Psychiatry, 34, 594-601.

190

Yanos, P. T., Roe, D., Markus, K. & Lysaker, P. H. (2008). Pathways between
internalized stigma and outcome related to recovery in schizophrenia spectrum
disorders. Psychiatric Services, 59(12), 1437-1442.
Yusuf, A. J., Nuhu, F. T. & Akinbiyi, A. (2009). Caregiver burden among relatives of
patients with schizophrenia in Katsina, Nigeria. South African Journal of
Psychiatry, 15(2), 43-47.

Zarit, S. H. & Zarit, J. M. (1987). The memory and behaviour problems checklist
1897R

and

the

Burden

Interview

(Technical

Pennsylvania State University, State College.

report),

Pennsylvania:

191

APPENDIX 1
University of Wollongong Ethics Committee Approval Letter

192

193

APPENDIX 2
University of Colombo Ethics Committee Approval Letter

194

195

196

APPENDIX 3
National Hospital of Sri Lanka Ethics Committee Approval Letter

197

198

APPENDIX 4
Questionnaire for Patients in English

199

Questionnaire for Patients
1. ID Number:
2. What is your age in years?:…………
3. What is your sex (please circle)? Male / female
4. What is your district of residence?................................................................
5. If you know the name of the illness that you have, please write it down here …………………….
6. What is your level of education (please circle)? Grade 1 – 5, Grades 6 -11, Grades 12 – 13, University
degree, Technical/ vocational training
7. What is your current occupation? ...................................................................................
8. In what type of employment are you (please circle)? Fulltime paid employment. / Part-time paid
employment / Self employed / Student / unemployed
9. How long have you had a mental illness (in years)?.........................
10. How many times have you been admitted to hospital in last three years? ...........................
Please read each statement carefully and then decide how much you agree or disagree with each
statement as it applies to you. There are no right or wrong answers, we are interested in your
honest opinions. Circle one of the numbers from 0 to 4 to indicate your response.
Strongly Dis Neither Agree
Strongly
disagree agree
agree or
agree
disagree
11. I have been discriminated against in
0
1
2
3
4
education because of my mental health
problems
12. I have been discriminated against by
0
1
2
3
4
the police because of my mental health
problems
13. I have been discriminated against by
0
1
2
3
4
my employers because of my mental health
problems
14. Peoples’ reactions to my mental health 0
1
2
3
4
problems make me keep myself to myself
15. I am angry with the way people have
0
1
2
3
4
reacted to my mental health problems
16. I have been discriminated against by
0
1
2
3
4
health professionals because of my mental
health problems
17. People have avoided me because of
0
1
2
3
4
my mental health problems
18. People have insulted me because of
0
1
2
3
4
my mental health problems
19. Sometimes I feel I have been talked
0
1
2
3
4
down to because of my mental health
problems
20. Very often I feel alone because of my
0
1
2
3
4
mental health problems
21. I have not had any trouble from people 0
1
2
3
4
because of my mental health problems
22. Having had mental health problems
0
1
2
3
4
makes me feel that life is unfair
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Please read each statement carefully and then decide how much you agree or disagree with each
statement as it applies to you. Circle one number from 0 to 4 that best describes your opinion.

23. I do not feel bad about having had
mental health problems
24. I worry about telling people I receive
psychological treatment
25. I am scared of how other people will
react if they find out about my mental
health problems
26. I worry about telling people that I take
medicines / tablets for mental health
problems
27. I would have had better chances in life
if I had not had mental health problems
28. I do not mind people in the
neighbourhood knowing that I have had
mental health problems
29. I would say I have had mental health
problems if I was applying for a job
30.I do not feel embarrassed because of my
mental health problems
31. I avoid telling people about my mental
health problems
32. I feel the need to hide my mental health
problems from my friends
33. I find it hard telling people I have
mental health problems
34. I feel stigma of mental illness has
spoiled my chances of getting married

Strongly
disagree

Dis agree

Agree

Strongly
agree

1

Neither
agree or
disagree
2

0

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

Please read each statement carefully and then decide how much you agree or disagree with each
statement as it applies to you. The response scale has changed slightly, please circle one number
from 1 to 4 that best describes your opinion.

35. I don’t socialize as much as I used to
because my mental illness might make me look
or behave “weird”
36. I am embarrassed or ashamed that I have a
mental illness
37. I avoid getting close to people who don’t
have a mental illness to avoid rejection
38. I feel out of place in the world because I
have a mental illness
39. Being around people who don’t have a
mental illness makes me feel out of place or
inadequate
40. I am disappointed in myself for having a
mental illness

Strongly
disagree
1

Disagree

Agree

2

3

Strongly
agree
4

1

2

3

4

1

2

3

4

1

2

3

4

1

2

3

4

4

3

2

1
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41. Having a mental illness has spoiled my life
42 .Others think that I can’t achieve much in
life because I have a mental illness
43. People often patronize me because I have a
mental illness
44. People ignore me or take me less seriously
just because I have a mental illness

Strongly
disagree
1
1

Disagree

Agree

2
2

3
3

Strongly
agree
4
4

1

2

3

4

1

2

3

4

Please read each statement regarding coping with stigma carefully and then decide how much you
agree or disagree with each statement as it applies to you.. Circle one number from 1 to 4 that best
describes your opinion
Strongly
Disagree
Agree
Strongly
disagree
agree
45.If I have a serious mental illness, the best
1
2
3
4
thing to do is to keep it a secret
46.If I had a close relative who had been treated 1
2
3
4
for a serious mental illness, I would advise him
or her not to tell anyone about it
47. I rarely feel the need to hide the fact that I
1
2
3
4
have been in psychiatric treatment
48. If I thought someone I knew held a negative 1
2
3
4
opinion about psychiatric patients, I would
avoid them.
49. If I thought an employer was reluctant to
1
2
3
4
hire a person with a history of psychiatric
treatment, I wouldn’t apply for the job.
50. If I believed that a person I knew thought
1
2
3
4
less of me because I had been in psychiatric
treatment, I would try to avoid him or her
51. After I entered psychiatric treatment, I
1
2
3
4
found myself educating others about what it
means to be a psychiatric patient
52. I would participate in an organized effort to 1
2
3
4
teach the public more about psychiatric
treatment and the problems of people who seek
the help of psychiatrists
53. If I thought a friend was uncomfortable
1
2
3
4
about me because I had been in psychiatric
treatment, I would take it upon myself to
educate him or her about my treatment
54. When someone says something that
1
2
3
4
stigmatizes people with mental illness I let
them know I disagree with them
55. I have found that it is important to point out 1
2
3
4
stigmatizing behaviour when it occurs
56. I confront stigmatizing behaviour than
1
2
3
4
ignore it.
57. I joined a support group
1
2
3
4
58. Others (please specify)
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The next set of questions is about when and from whom you first sought help and
also your current help seeking behaviour.
59. When did you first realise you had a mental health problem?
Year….. Month…….
60. Whom did you first approach to seek help for the mental health problem?

61. When did you first seek help for the mental health problem? Year….. Month….
Please read each statement carefully and then decide how much you agree or disagree with
each statement as it applies to you. Circle one number from 1 to 6 that best describes your
opinion.
Strongly
Dis
Some
Some Agree
Strongly
disagree
agree what
What
agree
disagree
agree
62. When I first realized I had a
1
2
3
4
5
6
mental health problem I was reluctant
to seek professional help for my
mental health problems
63. When I first realized I had a
1
2
3
4
5
6
mental health problem I delayed
seeking professional help
Below are some barriers to getting professional mental health care that people have identified .
Please read each statement carefully and then decide how much you agree or disagree that each
was a barrier for you when you first sought help. Circle one number from 1 to 6 that best
describes your opinion.
Strongly
disagree

Dis
agree

Some
what
agree
4
4

Agree

Strongly
agree

2
2

Some
what
disagree
3
3

64. I did not know where to get help
65. Health professionals I contacted
could not assist me to find help
66. I was worried about what other
people would think if I went to a
mental health worker
67. I thought I could solve my
problems on my own
68. I thought help was too expensive

1
1

5
5

6
6

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

69. I thought treatment would not help

1

2

3

4

5

6

70. I thought the wait to get
professional help was too long
71. I thought the problem would
resolve over time
72. I thought services were too far
away
73. I did not like the idea of being
labeled “mentally ill”
74. I thought Seeking professional
help for mental health problems would
mean that I was admitting that I am a

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6
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weak person
75. Other reasons (please describe)

Please read each statement carefully and then decide how much you agree or disagree with
each statement as it applies to you. Circle one number from 1 to 6 that best describes your
opinion.

76. During the last year have you
avoided seeking mental health services
due to concerns about being identified
as a mentally ill patient
77. During the last year have you
delayed coming for treatment due to
concerns about being
identified/labeled as “mentally ill”?

Strongly
disagree

Dis
agree

Some
what
agree
4

Agree

Strongly
agree

2

Some
what
disagree
3

1

5

6

1

2

3

4

5

6

78. Have you ever sought help from a religious leader regarding your mental health
problem? Yes / No
Reason for this

79. Have you ever sought help from a soothsayer / traditional healer for your mental
health problems? Yes / No
Reason for this

80. Did you seek treatment from outside your hometown? Yes / No
If yes, why?

81. Have you been offered community services and not utilized them? Yes / No
82. If no, why have you not used these community services ?

83. Did you ever stop coming for follow-up treatment at any time during your illness?
Yes/ No
84. If yes, how many times?

85. And for how long? Months….. years……
86. What was the main reason for this?
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87. How would you rate your mental health in the last month?
1
2
3
Extremely poor

4

5

6

7

8

9

10
Extremely good

Office use only
100. Diagnosis according to ICD-10 (obtained from the treating psychiatrist):
……………………………..
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Questionnaire for Carers
1. ID Number:………..
2. What is your age in years?:……………..
3. What is your sex (please circle)? Male / female
4. What is your relationship to the patient (please circle)? Parent (mother / father) / spouse / sibling /
other
5. What is your level of education (please circle)? Grade 1 – 5, Grades 6 -11, Grades 12 – 13, University
degree, Technical/ vocational training
6. What is your current occupation?.........................
7. In what type of employment are you (please circle)? Fulltime paid employment. / , Part-time paid
employment / Self employed / Student / unemployed
Please read each statement carefully and then decide how much you agree or disagree with each
statement as it applies to you. There are no right or wrong answers, we are interested in your
honest opinions. Circle one of the numbers from 0 to 4 to indicate your response.

8. My relative has been discriminated
against in education because of their
mental health problems
9. My relative has been discriminated
against by the police because of mental
health problems
10. My relative has been discriminated
against by employers because of mental
health problems
11. Peoples’ reactions to my relatives
mental health problems have made him
keep himself to himself
12. My relative is angry with the way
people have reacted to their mental
health problems
13. My relative has been discriminated
by health professionals because of their
mental health problems
14. People have avoided my relative
because of their mental health problems
15. People have insulted my relative
because of their mental health problems
16. Sometimes I feel my relative has
been talked down because of their
mental health problems
17. Very often my relative feels alone
because of their mental health problems
18. My relative has not had any trouble
from people because of their mental
health problems
19. Having had mental health problems
makes my relative feel that life is unfair

Strongly
disagree

Disagree

Agree

Strongly
agree

1

Neither
agree or
disagree
2

0

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4
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Please read each statement carefully and then decide how much you agree or disagree with each
statement as it applies to you. There are no right or wrong answers, we are interested in your
honest opinions. Circle one of the numbers from 0 to 4 to indicate your response.
Strongly Disagree
Neither
Agree
Strongly
disagree
agree or
agree
disagree
20. I have been discriminated against in
0
1
2
3
4
education because of my relative’s
mental health problems
21. I have been discriminated against by 0
1
2
3
4
the police because of my relative’s
mental health problems
22. I have been discriminated against by 0
1
2
3
4
employers because of my relative’s
mental health problems
23. Peoples’ reactions to my relative’s
mental health problems have made me
keep myself to myself
24. I am angry with the way people have 0
1
2
3
4
reacted to my relative’s mental health
problems
25. I have been discriminated by health
0
1
2
3
4
professionals because of my relative’s
mental health problems
26. People have avoided me because of
0
1
2
3
4
my relative’s mental health problems
27. People have insulted me because of
0
1
2
3
4
my relative’s mental health problems
28. Sometimes I feel I have been talked
0
1
2
3
4
down because of my relative’s mental
health problems
29. Very often I feel alone because of
0
1
2
3
4
my relative’s mental health problems
30. I have not had any trouble from
0
1
2
3
4
people because of my relative’s mental
health problems
31. Having a relative with mental health
0
1
2
3
4
problems makes me feel that life is
unfair
Please read each statement carefully and then decide how much you agree or disagree with each
statement as it applies to you. Circle one number from 0 to 4 that best describes your opinion.
Strongly Disagree
Neither
Agree
Strongly
disagree
agree or
agree
disagree
32. I do not feel bad about having a
0
1
2
3
4
relative with mental health problems
33. I worry about telling people about
0
1
2
3
4
my relative’s psychological treatment
34. I am scared of how other people will 0
1
2
3
4
react if they find out about my relative’s
mental health problems
35. I worry about telling people that my
0
1
2
3
4
relative takes medicines tablets for
mental health problems
36. I would have had better chances in
0
1
2
3
4
life if my relative had not had mental

208

health problems

37. I do not mind people in the
neighbourhood knowing that my relative
has had mental health problems
38. I would advise my relative to say
he/she has mental health problems if
applying for a job
39. I feel the need to hide my relative’s
mental health problems from our friends
40. I do not feel embarrassed because of
my relative’s mental health problems
41. I find it hard telling people my
relative has mental health problems
42. I avoid telling people about my
relative’s mental health problems
43. I Feel unable to have visitors at home
because of my relative’s mental health
problems
44. I feel stigma of my relative’s mental
illness has spoiled my chances of getting
married / affected my current marriage.

Strongly
disagree

Disagree

Agree

Strongly
agree

1

Neither
agree or
disagree
2

0

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

Please read each statement carefully and then decide how much you agree or disagree with each
statement as it applies to you. Circle one number from 0 to 4 that best describes your opinion.
Never
Rarely
Sometim Quite
Nearly
es
frequent always
ly
45. Do you find the staff of the
psychiatric services supportive in
carrying the burden of being a relative of
a person with severe mental illness?
46. Do you feel inferior to the staff of
the psychiatric services in conversations?
47. Has your relative’s mental illness
affected the possibilities of your having
company of your own?
48. Do you feel supported by anyone in
carrying the burden of having a relative
with mental illness?
49. Has your relative’s mental illness
impaired the relationship between you
and that person?
50. Are there times when you wish that
your relative with mental illness had
never been born or that you and the
person had never met?
51. Has your relative’s mental illness
led to any mental health problems of
your own?
52. Is the burden of the situation of being
a relative so heavy that you have thought
of suicide?
53. Are there times when you think that

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4
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your relative would be better off dead?
Please read each statement carefully and then decide how much you agree or disagree with each
statement regarding carer burden as it applies to you. Circle one number from 0 to 4 that best
describes your opinion.

54. Do you feel that because of the
time you spend with your relative that
you don’t have enough time for
yourself?
55. Do you feel stressed between
caring for your relative and trying to
meet other responsibilities
(work/family)?
56. Do you feel angry when you are
around your relative?
57. Do you feel that your relative
currently affects the relationship with
family members or friends in a
negative way?
58. Do you feel strained when you are
around your relative?
59. Do you feel that your health has
suffered because of your involvement
with your relative?
60. Do you feel that you don’t have as
much privacy as you would like
because of your relative?
61. Do you feel that your social life
has suffered because you are caring for
your relative?
62. Do you feel that you have lost
control of your life since your
relative’s illness?
63. Do you feel uncertain about what
to do about your relative?
64. Do you feel you should be doing
more for your relative?
65. Do you feel you could do a better
job in caring for your relative?

Never

Rarely

Some
times

Quite
frequently

Nearly
always

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4

0

1

2

3

4
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Please read each statement regarding coping with stigma carefully and then decide how much you
agree or disagree with each statement as it applies to you.. The response scale has changed slightly,
please circle one number from 0 to 3 that best describes your opinion.

66. If your relative has a serious mental illness,
the best thing to do is to keep it a secret
67. If your relative had been treated for a
serious mental illness, you would advise him /
her not to tell anyone about it
68. You rarely feel the need to hide the fact that
your relative has been in psychiatric treatment
69. If you thought someone you knew held a
negative opinion about psychiatric patients, you
would avoid them.
70. If you thought an employer was reluctant to
hire a person with a history of psychiatric
treatment, you would advise your relative not to
apply for the job.
71. If you believed that a person you knew
thought less of your relative because he/she had
been in psychiatric treatment, you would try to
avoid that person
72. After your relative entered psychiatric
treatment, you found yourself educating others
about what it means to be a psychiatric patient
73. You would participate in an organized
effort to teach the public more about psychiatric
treatment and the problems of people who seek
the help of psychiatrists
74. If you thought a friend was uncomfortable
about your relative because he/she had been in
psychiatric treatment, you would take it upon
yourself to educate him or her about your
relative’s treatment
75. When someone says something that
stigmatizes people with mental illness you let
them know you disagree with them
76. You have found that it is important to point
out stigmatizing behaviour when it occurs
77. It is better to confront stigmatizing
behaviour than ignore it.

Strongly
disagree
0

Disagree

Agree

1

2

Strongly
agree
3

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

0

1

2

3

78. You joined a support group
79. Others. please specify

The next set of questions is about when and from whom you first sought help for
your relative and also your current help seeking behaviour.
80. When did you first realise your relative had a mental health problem?
Year….. Month…….
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81. Whom did you first approach to seek help for your relative’s mental health
problem?
82. When did you first seek help for the mental health problem? Year….. Month….
Please read each statement carefully and then decide how much you agree or disagree with
each statement as it applies to you. Circle one number from 1 to 6 that best describes your
opinion.
Strongly
Dis
Some
Some Agree
Strongly
disagree
agree what
what
agree
disagree
agree
83. When I first realized my
1
2
3
4
5
6
relative had a mental health
problem I was reluctant to seek
professional help for the mental
health problems
84. When I first realized my
1
2
3
4
5
6
relative had a mental health
problem I delayed seeking
professional help

Below are some barriers to getting professional mental health care that people have identified .
Please read each statement carefully and then decide how much you agree or disagree that each
was a barrier for you when you first sought help. Circle one number from 1 to 6 that best
describes your opinion.
Strongly
Dis
Some
Some Agree
Strongly
disagree
agree what
what
agree
disagree
agree
85. I did not know where to get
1
2
3
4
5
6
help
86. Health professionals I
contacted could not assist me to
find help
87. I was worried about what
other people would think if I went
to a mental health worker
regarding my relative’s illness
88. I thought I could solve my
relative’s problems on my own
89. I thought help was too
expensive

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

90. I thought treatment would not
help

1

2

3

4

5

6

91. I thought the wait to get
professional help was too long
92. I thought my relative’s
problem would resolve over time
93. I thought services were too far
away

1

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

94. I did not like the idea of my
relative being labeled “mentally

1

2

3

4

5

6
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ill”
95. I thought Seeking professional
help for mental health problems
would mean that I was admitting
that my relative was a weak
person
96. Other reasons (please
describe)

1

2

3

4

5

6

Please read each statement carefully and then decide how much you agree or disagree with
each statement as it applies to you. Circle one number from 1 to 6 that best describes your
opinion.
Strongly
Dis
Some
Some Agree
Strongly
disagree
agree what
what
agree
disagree
Agre
e
97. During the last year have you
1
2
3
4
5
6
avoided seeking mental health
services due to concerns about
your relative being identified as a
mentally ill patient
98. During the last year has your
1
2
3
4
5
6
relative delayed coming for
treatment due to concerns about
being identified/labeled as
“mentally ill”?

99. How would you rate your relative’s mental health in the last month?
1
2
3
Extremely poor

4

5

6

7

8

9

10
Extremely good
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APPENDIX 6
Questionnaire for Doctors and Medical Students in English
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Questionnaire for Medical Professionals and Undergraduates
1. ID Number:
2. What is your age in years?:
3. What is your sex (please circle)? Male / female
4. Please indicate your speciality - medicine / surgery / psychiatry
5. How many years has it been since you graduated from medical school?

6. If you are an undergraduate in which year of study are you? Please circle 1 / 2 / 3 / 4 / 5

Regarding a patient with Severe Depression please mark the extent to which you agree
with the statements given with a “x”
Strongly
agree

Agree

Neither
agree or
disagree

Disagree

Strongly
disagree

7. Person is a danger to others
8. Person is unpredictable
9. Person is hard to talk to
10. Person feels different from other
patients
11. Person has themselves to blame for
illness
12. Person needs to pull self together
13. Person will have no improvement
if treated
14. Person will never recover

Regarding a patient with Schizophrenia please mark the extent to which you agree with
the statements given with a “x”
Strongly
agree
15. Person is a danger to others
16. Person is unpredictable
17. Person is hard to talk to
18. Person feels different from other
patients
19. Person has themselves to blame for
illness
20. Person needs to pull self together
21. Person will have no improvement
if treated
22. Person will never recover

Agree

Neither
agree or
disagree

Disagree

Strongly
disagree
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Regarding a patient with an Anxiety disorder please mark the extent to which you
agree with the statements given with a “x”
Strongly
agree

Agree

Neither
agree or
disagree

Disagree

Strongly
disagree

23. Person is a danger to others
24. Person is unpredictable
25. Person is hard to talk to
26. Person feels different from other
patients
27. Person has themselves to blame for
illness
28. Person needs to pull self together
29. Person will have no improvement
if treated
30. Person will never recover

Regarding a patient with Dementia please mark the extent to which you agree with the
statements given with a “x”
Strongly
agree

Agree

Neither
agree or
disagree

Disagree

Strongly
disagree

31. Person is a danger to others
32. Person is unpredictable
33. Person is hard to talk to
34. Person feels different from other
patients
35. Person has themselves to blame for
illness
36. Person needs to pull self together
37. Person will have no improvement
if treated
38. Person will never recover

Regarding a patient with Drug addiction please mark the extent to which you agree
with the statements given with a “x”
Strongly
agree
39. Person is a danger to others
40. Person is unpredictable
41. Person is hard to talk to
42. Person feels different from other
patients
43. Person has themselves to blame for
illness
44. Person needs to pull self together
45. Person will have no improvement
if treated
46. Person will never recover

Agree

Neither
agree or
disagree

Disagree

Strongly
disagree
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Regarding a patient with Alcohol addiction please mark the extent to which you agree
with the statements given with a “x”
Strongly
agree
47. Person is a danger to others
48. Person is unpredictable
49. Person is hard to talk to
50. Person feels different from other
patients
51.Person has themselves to blame for
illness
52.Person needs to pull self together
53. Person will have no improvement
if treated
54. Person will never recover

Thank you for your co-operation
Dr. Sunera Fernando

Agree

Neither
agree or
disagree

Disagree

Strongly
disagree
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APPENDIX 7
Information sheet for pilot study in English
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APPENDIX 8
Consent Form for pilot study in English
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Information Sheet for Main Study in English

222

223

APPENDIX 10
Consent Form for Main Study in English
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APPENDIX 11
Questionnaire for Patients in Sinhalese
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APPENDIX 12
Questionnaire for Carers in Sinhalese
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APPENDIX 13
Information Sheet for Pilot Study in Sinhalese
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APPENDIX 14
Consent Form for Pilot Study in Sinhalese
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APPENDIX 15
Information Sheet for Main Study in Sinhalese
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APPENDIX 16
Consent Form for Main Study in Sinhalese
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APPENDIX 17
Results from the Patient-carer Study
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Percentage Responses for Patients Questionnaire
Table A1
Discrimination subscale for patients
Item

Disagree
combined %

Neither agree
or disagree

Agree
combined %

11. I have been discriminated against in education
85.6
0.8
13.6
because of my mental health problems
12. I have been discriminated against by the police
95.8
3.4
0.8
because of my mental health problems
13. I have been discriminated against by my
61.0
11.9
27.1
employers because of my mental health problems
14. Peoples’ reactions to my mental health problems
21.2
45.8
33.0
make me keep myself to myself
15. I am angry with the way people have reacted to
16.1
44.1
39.8
my mental health problems
16. I have been discriminated against by health
90.7
6.8
2.5
professionals because of my mental health problems
17. People have avoided me because of my mental
16.9
55.9
27.2
health problems
18. People have insulted me because of my mental
22.0
59.3
18.7
health problems
19. Sometimes I feel I have been talked down to
29.7
54.2
16.1
because of my mental health problems
20. Very often I feel alone because of my mental
15.3
25.4
59.3
health problems
21. I have not had any trouble from people because of 31.4
47.5
21.1
my mental health problems
22. Having had mental health problems makes me feel 2.5
10.2
87.3
that life is unfair
Notes: Disagree combined refers to the percentage of the sum of the responses “Strongly disagree” and
”Disagree”. Agree combined refers to the percentage of the sum of the responses “Strongly agree” and
”Agree”.

Table A2
Disclosure subscale for patients

23. I do not feel bad about having had mental health
problems
24. I worry about telling people I receive
psychological treatment
25. I am scared of how other people will react if they
find out about my mental health problems
26. I worry about telling people that I take medicines /
tablets for mental health problems
27. I would have had better chances in life if I had not
had mental health problems
28. I do not mind people in the neighbourhood
knowing that I have had mental health problems
29. I would say I have had mental health problems if I
was applying for a job
30.I do not feel embarrassed because of my mental
health problems

Disagree
combined %

Neither agree
or disagree

Agree
combined %

32.2

44.9

22.9

11.0

42.4

46.6

14.4

49.2

36.4

9.3

40.7

50.0

2.5

11.0

86.5

27.1

56.8

16.1

37.3

18.6

44.1

32.2

47.5

20.3
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Disagree
combined %

Neither agree
or disagree

Agree
combined %

31. I avoid telling people about my mental health
8.5
29.7
61.8
problems
32. I feel the need to hide my mental health problems
14.4
33.9
51.7
from my friends
33. I find it hard telling people I have mental health
11.0
39.8
49.2
problems
34. I feel stigma of mental illness has spoiled my
23.7
11.0
65.3
chances of getting married
Notes: Disagree combined refers to the percentage of the sum of the responses “Strongly disagree” and
”Disagree”. Agree combined refers to the percentage of the sum of the responses “Strongly agree” and
”Agree”.

Table A3
Self stigma subscale for patients
Disagree
combined %

Agree
combined %

35. I don’t socialize as much as I used to because my mental illness
65.3
34.7
might make me look or behave “weird”
36. I am embarrassed or ashamed that I have a mental illness
61.9
38.1
37. I avoid getting close to people who don’t have a mental illness to
47.5
52.5
avoid rejection
38. I feel out of place in the world because I have a mental illness
23.7
76.3
39. Being around people who don’t have a mental illness makes me
71.2
28.8
feel out of place or inadequate
40. I am disappointed in myself for having a mental illness
48.3
51.7
41. Having a mental illness has spoiled my life
14.4
85.6
42 .Others think that I can’t achieve much in life because I have a
45.8
54.2
mental illness
43. People often patronize me because I have a mental illness
62.7
37.3
44. People ignore me or take me less seriously just because I have a
73.7
26.3
mental illness
Notes: Disagree combined refers to the percentage of the sum of the responses “Strongly disagree” and
”Disagree”. Agree combined refers to the percentage of the sum of the responses “Strongly agree” and
”Agree”.

Table A4
Initial help-seeking delay reported by patients
Strongly disagree,
Disagree and
Somewhat disagree
combined
62. When I first realized I had a mental health
39.0
problem I was reluctant to seek professional help for
my mental health problems
63. When I first realized I had a mental health
47.5
problem I delayed seeking professional help
Notes; Strongly disagree, Disagree and somewhat disagree are combined
Somewhat agree, agree and strongly agree are combined.

Somewhat agree,
Agree and
Strongly agree
combined

61.0
52.5
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Table A5
Barriers to getting professional mental health care endorsed by patients
Disagree
combined %

Agree
combined %

64. I did not know where to get help
65. Health professionals I contacted could not assist me to find
help
66. I was worried about what other people would think if I
went to a mental health worker
67. I thought I could solve my problems on my own
68. I thought help was too expensive

39.8
94.1

60.2
5.9

33.1

66.9

50.0
73.7

50.0
26.3

69. I thought treatment would not help

69.5

30.5

70. I thought the wait to get professional help was too long
71. I thought the problem would resolve over time
72. I thought services were too far away
73. I did not like the idea of being labeled “mentally ill”
74. I thought Seeking professional help for mental health
problems would mean that I was admitting that I am a weak
person
75. Other reasons (please describe)

93.2
50.0
68.6
22.9
51.7

6.8
50.0
31.4
77.1
48.3

Notes: Disagree combined refers to the percentage of the sum of the responses “Strongly disagree”,
“Somewhat disagree” and ”Disagree”. Agree combined refers to the percentage of the sum of the
responses “Strongly agree”, Somewhat agree” and ”Agree”.

Table A6
Current Help-seeking delay (in last year) reported by patients

76. During the last year have you avoided seeking
mental health services due to concerns about being
identified as a mentally ill patient
77. During the last year have you delayed coming
for treatment due to concerns about being
identified/labeled as “mentally ill”?

Strongly disagree,
Disagree and
Somewhat disagree
combined

Somewhat agree,
Agree and
Strongly agree
combined

76.3

23.7

81.4

18.6
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Percentage Responses for Carers Questionnaire
Table A7
Carers report of discrimination experienced by patient
Disagree
combined %

Neither
agree or
disagree

Agree
combined %

8. My relative has been discriminated against in
89.0
1.7
9.3
education because of their mental health problems
9. My relative has been discriminated against by the 94.1
4.2
1.7
police because of mental health problems
10. My relative has been discriminated against by
66.1
15.3
18.6
employers because of mental health problems
11. Peoples’ reactions to my relatives mental health 23.7
53.4
22.9
problems have made him keep himself to himself
12. My relative is angry with the way people have
18.6
38.1
43.3
reacted to their mental health problems
13. My relative has been discriminated by health
84.7
11.0
4.3
professionals because of their mental health
problems
14. People have avoided my relative because of
27.1
50.8
22.1
their mental health problems
15. People have insulted my relative because of
28.0
53.4
18.6
their mental health problems
16. Sometimes I feel my relative has been talked
25.4
55.1
19.5
down because of their mental health problems
17. Very often my relative feels alone because of
15.3
18.6
66.1
their mental health problems
18. My relative has not had any trouble from people 25.4
45.8
28.8
because of their mental health problems
19. Having had mental health problems makes my
10.2
15.3
74.5
relative feel that life is unfair
Notes: Disagree combined refers to the percentage of the sum of the responses “Strongly disagree” and
”Disagree”. Agree combined refers to the percentage of the sum of the responses “Strongly agree” and
”Agree”.

Table A8
Discrimination experienced by carers
.

20. I have been discriminated against in education
because of my relative’s mental health problems
21. I have been discriminated against by the police
because of my relative’s mental health problems
22. I have been discriminated against by employers
because of my relative’s mental health problems
23. Peoples’ reactions to my relative’s mental health
problems have made me keep myself to myself
24. I am angry with the way people have reacted to
my relative’s mental health problems
25. I have been discriminated by health
professionals because of my relative’s mental health
problems
26. People have avoided me because of my
relative’s mental health problems

Disagree
combined %

Neither
agree or
disagree

Agree
combined %

97.5

0.8

1.7

97.5

0.8

1.7

83.1

5.1

11.8

15.3

60.2

24.5

18.6

56.8

24.6

97.5

0.8

1.7

69.5

23.7

6.8
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Disagree
combined %

Neither
agree or
disagree

Agree
combined %

27. People have insulted me because of my
66.9
24.6
8.5
relative’s mental health problems
28. Sometimes I feel I have been talked down
70.3
24.6
5.1
because of my relative’s mental health problems
29. Very often I feel alone because of my relative’s
50.0
32.2
17.8
mental health problems
30. I have not had any trouble from people because
37.3
16.1
46.6
of my relative’s mental health problems
31. Having a relative with mental health problems
16.1
40.7
43.2
makes me feel that life is unfair
Notes: Disagree combined refers to the percentage of the sum of the responses “Strongly disagree” and
”Disagree”. Agree combined refers to the percentage of the sum of the responses “Strongly agree” and
”Agree”.

Table A9
Disclosure subscale for carers
Disagree
combined %

Neither
agree or
disagree

Agree
combined %

32. I do not feel bad about having a relative with
28.0
38.1
33.9
mental health problems
33. I worry about telling people about my relative’s 36.4
41.5
22.1
psychological treatment
34. I am scared of how other people will react if
11.0
55.9
33.1
they find out about my relative’s mental health
problems
35. I worry about telling people that my relative
5.9
35.6
58.5
takes medicines tablets for mental health problems
36. I would have had better chances in life if my
2.5
15.3
82.2
relative had not had mental health problems
37. I do not mind people in the neighbourhood
36.4
44.9
18.7
knowing that my relative has had mental health
problems
38. I would advise my relative to say he/she has
46.6
16.9
36.5
mental health problems if applying for a job
39. I feel the need to hide my relative’s mental
16.1
60.2
23.7
health problems from our friends
40. I do not feel embarrassed because of my
32.2
33.9
33.9
relative’s mental health problems
41. I find it hard telling people my relative has
9.3
35.6
55.1
mental health problems
42. I avoid telling people about my relative’s mental 8.5
38.1
53.4
health problems
43. I Feel unable to have visitors at home because of 55.1
24.6
20.3
my relative’s mental health problems
44. I feel stigma of my relative’s mental illness has
26.3
21.2
52.5
spoiled my chances of getting married / affected my
current marriage.
Notes: Disagree combined refers to the percentage of the sum of the responses “Strongly disagree” and
”Disagree”. Agree combined refers to the percentage of the sum of the responses “Strongly agree” and
”Agree”.
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Table A10
Stigma by Association questions for carers

45. Do you find the staff of the psychiatric services
supportive in carrying the burden of being a relative of a
person with severe mental illness?
46. Do you feel inferior to the staff of the psychiatric
services in conversations?
47. Has your relative’s mental illness affected the
possibilities of your having company of your own?
48. Do you feel supported by anyone in carrying the
burden of having a relative with mental illness?
49. Has your relative’s mental illness impaired the
relationship between you and that person?
50. Are there times when you wish that your relative with
mental illness had never been born or that you and the
person had never met?
51. Has your relative’s mental illness led to any mental
health problems of your own?
52. Is the burden of the situation of being a relative so
heavy that you have thought of suicide?
53. Are there times when you think that your relative
would be better off dead?

Never and
Rarely
Combined
%

Sometimes, Quite
frequently and
Nearly always
combined %

8.5

91.5

90.7

9.3

84.7

15.3

16.1

83.9

78.0

22.0

87.3

12.7

73.7

26.3

96.6

3.4

94.9

5.1
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Table A11
Zarit Carer Burden Interview

54. Do you feel that because of the time you spend with
your relative that you don’t have enough time for yourself?
55. Do you feel stressed between caring for your relative
and trying to meet other responsibilities (work/family)?
56. Do you feel angry when you are around your relative?
57. Do you feel that your relative currently affects the
relationship with family members or friends in a negative
way?
58. Do you feel strained when you are around your
relative?
59. Do you feel that your health has suffered because of
your involvement with your relative?
60. Do you feel that you don’t have as much privacy as
you would like because of your relative?
61. Do you feel that your social life has suffered because
you are caring for your relative?
62. Do you feel that you have lost control of your life since
your relative’s illness?
63. Do you feel uncertain about what to do about your
relative?
64. Do you feel you should be doing more for your
relative?
65. Do you feel you could do a better job in caring for your
relative?

Never and
Rarely
Combined
%

Sometimes, Quite
frequently and
Nearly always
combined %

37.3

62.7

27.1

72.9

71.2
74.6

28.8
25.4

64.4

35.6

72.9

27.1

84.7

15.3

77.1

22.9

79.7

33.9

48.3

51.7

44.1

55.9

46.6

53.4

Table A12
Initial help-seeking delay reported by carers
Strongly disagree,
Disagree and
Somewhat disagree
combined %
83. When I first realized my relative had a mental
57.6
health problem I was reluctant to seek professional
help for the mental health problems
84. When I first realized my relative had a mental
62.7
health problem I delayed seeking professional help
Note; Strongly disagree, Disagree and somewhat disagree are combined
Somewhat agree, agree and strongly agree are combined.

Somewhat agree,
Agree and
Strongly agree
combined %

42.4
37.3
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Table A13
Barriers to getting professional mental health care endorsed by carers
Disagree
combined %

Agree
combined %

85. I did not know where to get help

55.9

44.1

86. Health professionals I contacted could not assist me to find
help
87. I was worried about what other people would think if I
went to a mental health worker regarding my relative’s illness
88. I thought I could solve my relative’s problems on my own
89. I thought help was too expensive

99.2

0.8

39.8

60.2

83.9
74.6

16.1
25.4

90. I thought treatment would not help

83.9

16.1

91. I thought the wait to get professional help was too long
92. I thought my relative’s problem would resolve over time
93. I thought services were too far away

83.9
75.4
73.7

16.1
24.6
26.3

94. I did not like the idea of my relative being labeled
“mentally ill”

28.0

72.0

95. I thought Seeking professional help for mental health
problems would mean that I was admitting that my relative was
a weak person
96. Other reasons (please describe)

63.6

36.4

Notes: Disagree combined refers to the percentage of the sum of the responses “Strongly disagree”,
“Somewhat disagree” and ”Disagree”. Agree combined refers to the percentage of the sum of the
responses “Strongly agree”, “Somewhat agree” and ”Agree”.

Table A14
Current Help-seeking delay (in last year) reported by carers

97. During the last year have you avoided seeking
mental health services due to concerns about your
relative being identified as a mentally ill patient
98. During the last year has your relative delayed
coming for treatment due to concerns about being
identified/labeled as “mentally ill”?

Strongly disagree,
Disagree and
Somewhat disagree
combined %

Somewhat agree,
Agree and
Strongly agree
combined %

81.4

18.6

88.1

11.9

270

APPENDIX 18
Sri Lankan Doctors’ and Medical Undergraduates’ Attitudes Towards
Mental Illness
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